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ABSTRACT 
HYUNKYUNG CHOI: Sibling Adaptation in Korean Families of Children with                       
Down Syndrome  
(Under the direction of Marcia Van Riper, PhD, RN, FAAN) 
 
It is estimated that more than 500 infants with Down syndrome (DS) are born each 
year in Korea. DS affects not only these individuals, but family members as well. Some 
siblings deal successfully with the challenges of living with a child with DS and adapt well 
while others struggle or fail to adapt. This descriptive study (guided by the Resiliency Model 
of Family Stress, Adjustment, and Adaptation) using a mixed method approach was 
conducted with 105 Korean mothers to explore and describe how they perceive the 
adaptation of their typically developing children aged 4 to 19 years to a sibling with DS and 
the family variables contributing to sibling adaptation.  
Mothers in this study did not indicate that their typically developing children were 
experiencing psychological or behavioral problems; however, they perceived less desirable 
sibling relationships. It was found that family factors (i.e., condition management effort, 
condition management ability, child’s daily life, parental mutuality, family hardiness, and 
social support) were strong predictors of sibling psychological, behavioral, and relational 
adaptation. The demographic characteristics of a child with DS (i.e., diagnosis of intellectual 
disability, age of a child with DS), the mother (i.e., maternal religion, maternal age, and 
diagnosis of DS), and the family (i.e., current family income, number of children in family) 
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appeared to significantly influence sibling adaptation. Moreover, the age, gender, and birth 
order of the sibling moderated the effect of family factors (i.e., family strains, condition 
management effort, parental mutuality, family life difficulty, family problem-solving 
communication, and social support) on their relationships with the child with DS (i.e., having 
fun, feelings, and advocacy).  
 Based on these findings highlighting the importance of familial, cultural, and societal 
contexts in understanding sibling adaptation, health care professionals can assess the 
characteristics of siblings and their families to determine whether or not typically developing 
siblings are at increased risk of experiencing difficulties in adapting. They can also develop 
culturally appropriate, effective interventions by modifying significant family factors, so that 
they can help these siblings adapt successfully to the life with a sibling with DS in Korean 
families.    
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CHAPTER I 
INTRODUCTION 
 
Identification of the Problem 
Down syndrome (DS) is the most common chromosomal disorder associated with 
intellectual and physical disabilities (Cohen, 2004). In spite of advances in prenatal screening, 
the incidence has remained steady; affecting one in every 691 live births worldwide 
(National Down Syndrome Society [NDSS], 2011). It occurs in all races and ethnicities 
regardless of socioeconomic status (NDSS, 2011). Although there is no exact figure of the 
incidence in Korea, it is estimated that more than 500 infants with DS are born each year in 
Korea (Korea National Statistical Offices, 2008). Currently, there are over 1.8 million young 
people with DS in the world (Down Syndrome Education International, 2009), and it is 
estimated that there are more than 5,000 in Korea (Korea Statistical Information Service, 
2005). DS affects not only these individuals, but family members as well, and there is 
growing recognition that siblings can be affected by living with a brother or sister with DS 
(Dyke, Mulroy, & Leonard, 2009; Skotko & Levine, 2006).  
Some of these siblings deal successfully with the challenges and adapt well, while 
others struggle or fail to adapt to living with a brother or sister with DS in the family. Studies 
to date have focused primarily on factors such as the age, gender, and birth order of the 
sibling that are thought to play a role in sibling adaptation (Cuskelly & Gunn, 2003). Yet 
there are clear limitations to using such non-modifiable factors to guide development of 
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interventions to improve sibling outcomes. Since the family plays a critical role in the way 
children adapt to challenges (Scabini, 2000), more attention needs to be devoted to the role of 
modifiable family factors such as family demands, family appraisal (how the family views 
life with a child with DS), family problem-solving and coping, and family resources. 
However, only a few researchers have explored siblings’ experiences in the context of family 
relationships and the family system. Also, much of the research has been conducted with 
families living in Western culture. Thus, these studies neither comprehensively examined 
family factors identified in the literature, nor explored families of different cultures.  
Gaps and Significance of the Study 
More and more children with DS are being raised in families that include one or more 
siblings (NDSS, 2011). Siblings spend much of their time together, and through their 
interactions, they influence each other in both positive (e.g., socialization, cooperative 
behaviors) and negative ways (e.g., aggressive behaviors; Bank & Kahn, 1975; 1997). For 
example, young children who grew up with siblings were more likely to exhibit better social 
and interpersonal skills, and more self-control than those without siblings. They also tended 
to report less behavioral problems than those who were only children (Downey & Condron, 
2004). A conflicting sibling relationship in middle childhood was a predictor of poor 
psychological outcomes (e.g., anxiety, depression) of siblings in early adolescence (Stocker, 
Burwell, & Briggs, 2002). In particular, the cognitive development of younger siblings was 
influenced by sibling relationships with their older siblings through learning and teaching 
activities (Azmitia & Hesser, 1993).  
It has traditionally been thought that siblings of a child with an intellectual disability 
are at increased risk of experiencing psychological distress and problematic behaviors 
(Lobato, 1983) and other negative consequences (Benderix & Sivberg, 2007; Rossiter & 
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Sharpe, 2001). Given the unique health, developmental, and educational concerns associated 
with DS, siblings of children with DS generally experience higher levels of stress than other 
typically developing children (Cuskelly & Dadds, 1992; Cuskelly & Gunn, 1993; McHale & 
Gamble, 1989; Senel & Akkok, 1996). However, there is growing evidence that some 
siblings of children with DS adapt as successfully as those with typically developing children 
(Cuskelly, Chant, & Hayes, 1998; Cuskelly & Gunn, 2006; Gau, Chiu, Soong, & Lee, 2008; 
Hasting, 2007) and better than those of children with other disabilities (Fisman, Wolf, Ellison, 
& Freeman, 2000; Fisman et al., 1996; Gath & Gumley, 1987).   
Some siblings of children with DS even thrive (Skotko & Levine, 2006; Van Riper, 
2000). These siblings often say that their brothers or sisters with DS have helped them to be 
more patient, persistent, and mature in interacting with other people with disabilities (Skotko 
& Levine, 2006). Also, some researchers have found that siblings of children with 
intellectual disabilities experienced higher levels of psychological growth (Findler & Vardi, 
2009). Mothers also perceived that these siblings were socially competent and had higher 
self-concept and fewer behavior problems than other children (Van Riper, 2000). Clearly 
there are conflicting findings about sibling adaptation, but we have limited understanding of 
why some siblings adapt well, achieving higher levels of psychological well-being and fewer 
behavior problems, while others have difficulties.  
Siblings in the family context. In earlier studies, researchers focused on siblings’ 
characteristics to understand their differing experiences. Non-modifiable factors, primarily 
gender (Cuskelly & Gunn, 2006; Gath, 1974; Kaminsky & Dewey, 2002; Senel & Akkok, 
1996), age (Cuskelly & Gunn, 1993), and birth order of siblings (Gath, 1973) were examined 
(Cuskelly & Gunn, 2003) since these factors were considered to be critical in understanding 
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adaptation. For example, sisters tended to have more behavior problems than brothers 
(Cuskelly & Dadds, 1992; Cuskelly & Gunn, 1993), and they were more likely to exhibit 
poor psychological well-being (e.g., depression, lower self-esteem; McHale & Gamble, 
1989). However, some researchers found that brothers were more likely to experience 
depression and aggressiveness than sisters or than brothers without disabled siblings (Lobato, 
Barbour, Hall, & Miller, 1987). Further, older siblings tended to take on more care-giving 
activities, which might result in increased stress (Cuskelly & Gunn, 2006). Findings from 
these studies are not only inconclusive, but they have also limited information for developing 
effective sibling interventions.  
Family relationships and family functioning have a great impact on a child’s 
development and well-being (Scabini, 2000; Stocker et al., 2002), and this is also true when 
there is a child with a disability in the family (Giallo & Gavidia-Payne, 2006). Thus, it is 
necessary to take the family context into consideration to understand the experience of 
siblings and the factors contributing to their adaptation to living with a child with DS. 
However, only a few researchers have examined modifiable factors in the family such as the 
behavioral problems of children with DS (Gath & Gumley, 1987; Hastings, 2007), siblings’ 
care-giving and household responsibilities (Guskelly et al., 1998; Cuskelly & Gunn, 1993; 
2003; McHale & Gamble, 1989), parents’ characteristics (e.g., psychological well-being; 
Cuskelly & Dadds, 1992; Gath & Gumley, 1987; Fisman et al., 1996; 2000), sibling 
relationships (Fisman et al., 1996; Kaminsky & Dewey, 2001), and parents’ differential 
treatment of siblings (McHale & Gamble, 1989; Wolf, Fisman, Ellison, & Freeman, 1998). 
For example, Cunningham (1996) found that siblings generally took their views toward their 
brothers or sisters with DS from their parents. Van Riper (2000) reported a significant 
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relationship between family demands, family appraisal, family problem-solving 
communication and sibling well-being. That is, when families were experiencing fewer 
demands, appraised the situation as positive, and used affirming problem-solving 
communication, sibling well-being was higher. However, these studies did not 
comprehensively examine influencing family factors of family demands, family appraisal, 
family problem-solving and coping, and family resources. 
Siblings in Korea. Culture influences family functioning in various ways (Tseng, 
1991). Many Koreans have been affected by Western culture such as individualism and have 
experienced sociocultural changes in family size, family structure, and parental roles, so the 
impact of traditional values on Korean families may have weakened compared to several 
decades ago (Kim & Hoppe-Graff, 2001). However, traditional values such as Confucianism 
still play an important role in shaping the behaviors of family members and the structure of 
the family in Korea (Park & Cho, 1995). These traditional beliefs value a family in harmony, 
and the family tends to have strict role divisions in order to maintain the ideal family (Park & 
Chesla, 2007). In addition, individual family members (e.g., siblings) are considered to be 
part of a family, with certain family responsibilities and expectations (Park & Chesla, 2007). 
Moreover, “silence” and “humility” are encouraged as virtues for children in these traditional 
families (Kim-Rupnow, 2005, p. 125). Thus, siblings may not confront issues in their own 
well-being. 
In addition, there is great admiration for intelligence (Park & Kim, 2002) and 
physical attractiveness (Seo, 2010) while there are negative attitudes toward people with 
disabilities (Cho, Singer, & Brenner, 2000; 2003) in Korean society, which may place more 
stress and stigma on those living with a child with DS. According to the study exploring 
 6 
 
stress and psychological symptoms of Korean mothers of children with disabilities, mothers 
of children with DS reported more perceived stress than those of children with autism (Lee, 
1993). This phenomenon is different from the findings of studies conducted in Western 
culture, in that parents of children with DS living in the United States reported less stress 
than those of children with autism (Sanders & Morgan, 1997). Korean social values that 
differ from those in the United States may be a factor contributing to this finding.   
The majority of the sibling studies in families of children with DS have been 
conducted in North America and in European countries and, thus, participants were mostly 
Caucasians. Only a few studies have been conducted with families of different races and 
ethnicities (e.g., Japanese families by Ishizaki et al., 2005; Malaysian families by Norizan & 
Shamsuddin, 2010; Latino families by Lobato, Kao, & Plante, 2005; Taiwanese families by 
Gau et al., 2008 and Hsiao & Van Riper, 2011). Without considering societal attitudes and 
beliefs in Korean, the experiences of siblings of a child with DS may not be fully understood.   
Yet to date, only one study has explored the experiences of siblings with DS in Korea. 
Park (2005) found that due to the shame and stigma associated with disabilities, siblings of a 
brother or sister with a disability are more likely to be isolated than their peer groups. Most 
siblings in this study tended to maintain a distance from their friends and have limited 
support from their closest friends. They also experienced difficulties adapting to people’s 
unfriendly staring resulting from their sibling’s unique appearance and behaviors. In 
addition, they experienced increased stress from parents’ high expectations of their academic 
achievement to compensate for the intellectual deficits of the child with DS. At the same 
time, siblings as well as their parents had to deal with issues such as increasing conflicts 
stemming from the normative child developmental transition (e.g., adolescents’ increased 
 7 
 
independence and autonomy; Park, 2005). Given that there is only one study conducted with 
a small number of siblings, these results can be hardly generalized; however, the themes 
highlight the need to understand the experiences of siblings in the context of Korean families 
because their stressors may be due in part to Korean values and social beliefs.    
Mothers as a Proxy. Although the extent to which the family practices Confucian 
family values will depend on their experiences with and exposure to Western values (Hyun, 
2001), the majority of Korean families are still influenced by Confucian family values in 
everyday life to some extent (Yang & Rosenblatt, 2008). Members in families where 
Confucian family ethics are dominant are expected to take on certain roles and 
responsibilities as a way of maintaining the family in harmony (Park & Chesla, 2007). For 
example, fathers have authority to determine important family issues, while mothers have 
responsibility for taking care of domestic matters, including care-giving activities. Changing 
these strict role divisions is often discouraged in these traditional families (Kim-Rupnow, 
2005; Kim & Hoppe-Graff, 2001; Park & Chesla, 2007). In particular, mothers in even less 
traditional families also have increased responsibilities of supporting child education and 
academic success, which is an important part of their care-giving activities. These roles of 
mothers are affected by high social values placed on intelligence and educational 
achievement in Korea society (Kim & Hoppe-Graff, 2001).  
As in many other countries, mothers are more likely to be the primary caregivers for 
both children with disabilities and typically developing children. In particular, mothers in 
Korea are the parents who spend the most time with their children and have close interactions 
with them in the family context. The roles placed on and enacted by mothers in Korean 
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families allow them to provide the most insight into how their typically developing children 
adapt to living with a sibling with DS and how they interact with the disabled child.  
Purpose of the Study 
The purpose of this study is to explore and describe how Korean mothers perceive the 
adaptation of their typically developing children aged 4 to 19 years to a sibling with DS and 
the family variables contributing to sibling adaptation.  
The extent to which typically developing children (defined as a child without any 
chronic illness or disability) adapt to living with a brother or sister with DS will be examined 
by their behavioral and psychological characteristics as well as relationships with their 
brother or sister with DS. Although the degree of adaptation of individual family members 
varies on the continuum (McCubbin, Thompson, & McCubbin, 1996), higher level of sibling 
adaptation will be characterized by the state of being healthy psychologically and having less 
behavioral problems as well as maintaining good relationships with their brother or sister 
with DS. Family factors include family demands, family appraisal, family problem-solving 
and coping, and family resources.  
Findings from this proposed study will provide a foundation for health care 
professionals to assess the adaptation of Korean siblings of children with DS and develop 
interventions targeted to siblings at risk for experiencing difficulties. These interventions can 
be also used for siblings living in other Asian countries sharing similar situations and values.  
Specific Research Aims and Questions  
The specific research aims and questions are listed below: 
Study Aim 1) Describe maternal perceptions of sibling adaptation and family factors in 
Korean families of children with DS and explore cultural aspects and social values of having 
a child with DS in the Korean family.    
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Question 1) How do Korean mothers perceive the adaptation of their typically  
        developing children aged 4 to 19 years to living with a sibling with DS? 
Question 2) How do Korean mothers perceive family factors of family demands,  
                    family appraisal, family problem-solving and coping, and family   
                    resources? 
Question 3) How do Korean mothers perceive the responses of others to their child  
                    with DS and their family as a whole?  
Study Aim 2) Examine relationships between sibling adaptation and family factors, 
Question 4) What are the relationships between sibling adaptation and family factors  
                    of family demands, family appraisal, family problem-solving and coping,  
                    and family resources in Korean families? 
Study Aim3) Determine whether the age, gender, or birth order of the sibling is associated 
with sibling adaptation and the relationships between family factors and sibling adaptation. 
Question 5) What are the effects of the age, gender, and birth order of typically  
                    developing children aged 4 to 19 years on their adaptation in Korean  
                    families? 
Question 6) What are the effects of the age, gender, and birth order of typically  
                    developing children aged 4 to 19 years on the relationships between  
                    sibling adaptation and family factors of family demands, family appraisal,  
                    family problem-solving and coping, and family resources in Korean   
                    families? 
 
 
 
  
CHAPTER II 
REVIEW OF LITERATURE 
 
Conceptual Framework 
The Resiliency Model of Family Stress, Adjustment and Adaptation (McCubbin et 
al., 1996) provides a guiding framework to study the differing experiences of typically 
developing children who live with a sibling with DS in Korean families.  
The evolution of the family resiliency model was established on the basis of four 
prior  models: the ABCX model (A: stressor; B: resources; C: definition of the stressor; X: a 
crisis situation), the Double ABCX model, the FAAR (Family Adjustment and Adaptation 
Response) model, and the Typology Model of Family Adjustment and Adaptation. By 
encompassing the limitations of prior models such as simplicity in explanation and focus 
primarily on Eurocentric families, the Resiliency Model of Family Stress, Adjustment, and 
Adaptation evolved. In this model, resiliency is defined as “the positive behavioral patterns 
and functional competence individuals and the family unit demonstrate under stressful or 
adverse circumstances [e.g., living with a sibling with DS], which determine the family’s 
ability to recover by maintaining its integrity as a unit while insuring, and where necessary 
restoring, the well-being of family members [e.g., siblings] and the family unit as a whole” 
(McCubbin et al., 1996, p. 5). The Resiliency Model of Family Stress, Adjustment, and 
Adaptation attempts to explain factors attributable to different levels of resiliency in the 
family context with the consideration of cultural aspects. That is, it explains why some
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siblings adapt well and even thrive while others struggle and fail to adapt. The model is 
comprised of two phases that occur over time: the family adjustment phase and the family 
adaptation phase.  
The family adjustment phase can be described by the interactions of the following 
components that shape family processes and outcomes: the stressor, family vulnerability (pile 
up demands and family life cycle changes), family typology (established patterns of 
functioning), family’s resistance resources (family’s strengths and capabilities to manage the 
stressor), family appraisal of the stressor (family’s definition of the stressor), and  family 
problem-solving and coping (family’s abilities and skills to manage stressors; McCubbin et 
al., 1996). In the family adjustment phase, the family who encounters unfavorable 
circumstances (e.g., a child has a cold) can maintain family balance and harmony through 
relatively minor changes in the family system (e.g., mother takes couple of sick days) and 
can then move through the stressful situation. However, most families with children facing a 
chronic illness or disability (e.g., the birth of a child with DS) will probably experience 
continuously disorganized conditions and challenges and must move toward the family 
adaptation phase, which requires fundamental changes in each member’s roles, rules and 
responsibilities (McCubbin et al., 1996).  
In family adaptation phase, the extent to which individual family members (e.g., 
siblings) can restore family balance and harmony at a family level and maintain their 
psychological and physical well-being can be greatly affected by continuing interactions 
among the following four family components: family demands, family appraisal, family 
problem-solving and coping, and family resources. (1) Family demands is defined as the 
demands on or in the family system created by (a) a family member who has a chronic 
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condition, (b) family life cycle changes, (c) prior unresolved family strains, (d) consequences 
of family efforts to cope, (e) intra-familial and social ambiguity, and (f) the family patterns of 
functioning (McCubbin, Patterson, & Wilson, 1996). (2) Family appraisal refers to the 
family’s definition of the critical event or stressor and their assessment of the family’s ability 
to manage the demands associated with the critical event or stressor (McCubbin & 
McCubbin, 1993). It consists of five fundamental levels: family schema, family coherence, 
family paradigm, family situational appraisal, and stressor appraisal. Family schema is “a 
structure of fundamental convictions, values, beliefs and expectations” which is closely 
related to family meaning (McCubbin et al., p. 39). Family coherence is “a dispositional 
[family] world view” to consider that the world is comprehensible, manageable, and 
meaningful (McCubbin et al., p. 42). Family paradigm is “a model of shared expectations 
and rules” which guides patterns of family functioning (McCubbin et al., p. 42). In the family 
adaptation phase, these three levels of appraisal components in addition to the situational 
appraisal particularly play an important role by influencing the family’s view and effort to 
adapt to the changes. (3) Family problem-solving and coping is specific efforts taken by 
individual family members or the family functioning as a whole to manage stress and 
hardships, acquire resources, reduce family system tension, and shape or reshape family 
appraisal (McCubbin, Larsen, & Olson, 1996). (4) Family resources are defined as the 
strengths and capabilities of individual family members (e.g., personality traits, knowledge 
and skills, a sense of mastery and coherence, and ethnic identity), the family functioning as a 
unit (e.g., family cohesion), and the community (e.g., social support via network; McCubbin, 
Comeau, & Harkins, 1996). As a result of ongoing interactions among these family factors 
over time, family members can either generate constructive changes and maintain family 
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harmony (well adapted) or experience difficulties adapting to changed roles, rules, and 
responsibilities and, in turn, face hardships and crises (maladapted).  
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Figure 1.  
Conceptual Model of This Study Derived from the Resiliency Model of Family Stress, 
Adjustment, and Adaptation (adopted from McCubbin et al., 1996) 
 
 
 
 
 
 
 
 
 
 
 
 
 
 15 
 
Family adaptation is the central concept in the model and refers to “the outcome of 
family effort to bring a new level of balance, harmony and functioning to a family crisis 
situation” (McCubbin et al., 1996, p. 26), and the degree of adaptation of individual family 
members varies on the continuum. For typically developing children, living with a sibling 
with DS can generate a number of stressors and strains at both the individual-to-family and 
the family-to-community levels, and these demands affect their view of their situation. In an 
effort to restore harmony and balance in the family, they change their established roles, rules, 
and responsibilities by using effective problem-solving and coping strategies and utilizing 
available resources around them. As a result of these continuing processes, they not only 
regain the family balance and harmony, but maintain their psychological and physical well-
being as well. 
It is reported that families in different cultural and ethnic groups have different 
experiences (Blacher & McIntyre, 2006; Lam & Mackenzie, 2002; Sari, Baser, & Turan, 
2006) since culture influences family functioning in aspects such as family values, family 
rituals, and family stress and coping (Tseng, 1991). In the Resiliency Model of Family Stress, 
Adjustment, and Adaptation, culture particularly influences the family appraisal process 
which is proceeded by interactions on multiple levels of family appraisal components in the 
family adaptation phase. Culture plays a key role in shaping the meanings families construct 
from ongoing challenges and struggles in response to family demands and, in turn, meanings 
play a fundamental role in shaping and maintaining the family’s responses toward harmony 
and balance (McCubbin et al., 1996).   
With the consideration of traditional Korean values such as Confucian family ethics, 
there are designated roles and responsibilities for each family member required to maintain 
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family harmony. These are roles between husband and wife, parents and children, and elder 
and younger such as older siblings and younger siblings (Kim & Hoppe-Graff, 2001; Park & 
Chesla, 2007). For example, younger siblings, according to the birth order, should respect 
their older siblings, and older siblings also need to be a good “role model” for their younger 
siblings (Park & Chesla, 2007, p. 304). This traditional Korean family structure may result in 
less flexible family relationships. Thus, the family dynamics in adapting to the changed roles 
and rules in response to a crisis situation (e.g., the birth of a child with DS) and the 
subsequent demands (e.g., increased financial burden) may be different from those in 
Western culture.  
In addition, some Koreans believe that disabilities can be caused by supernatural 
powers, while others endorse the biomedical view of causation.That is, some people attribute 
disability to a punishment from God or the curse of their ancestors due to their sins. The 
mother’s incorrect or poor prenatal care has been considered for some parents as one of the 
reasons of having a child born with a disability (Kim-Rupnow, 2005). This was demonstrated 
in the study comparing the adaptation of Korean versus Korean-American parents to their 
children with cognitive disabilities. In this study, two thirds of Korean parents suffered from 
self-blame and guilty while half of Korean-American parents reported those feelings (Cho, 
1998).  
Moreover, Koreans tend to have more negative attitudes and behaviors toward people 
with disabilities (e.g., unfriendly staring) than people living in the United States (Cho et al., 
2000; 2003), and families of children with intellectual disabilities often receive less social 
support than those in the United States (Shin, 2002). These Korean social contexts of the lack 
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of understanding disabilities and the devaluation of people with disabilities can influence the 
view of living with a child with DS in the family.   
Considering the impact of cultural and social values on family functioning, it has not 
been yet explored how Korean families establish their own meaning of living with a child 
with DS, and how each family member accepts substantial changes in the family’s 
established patterns of functioning and deal with ongoing challenges. As a guiding 
framework, the Resiliency Model of Family Stress, Adjustment, and Adaptation will help not 
only highlight family appraisal processes which encompass cultural aspects different from 
countries in which a number of studies have been conducted, but also explain Korean 
families’ unique processes of restoring balance and harmony through interactions among 
family variables over time.  
Sibling Adaptation 
Most children with DS live with their families (NDSS, 2011) that include typically 
developing brothers or sisters. Due to frequent sibling interactions in the family context, 
siblings can influence each other in both positive (e.g., cooperation, friendliness, empathy) 
and negative ways (e.g., aggression, conflict; Bank & Kahn, 1997). Thus, researchers have 
explored the way typically developing siblings adapt to their brother or sister with DS and 
the quality of their relationships. Although the influence of a brother or sister with 
intellectual disabilities (including DS) can be bidirectional, a number of researchers in earlier 
studies were more likely to focus on negative impact of growing up with a sibling with a 
disability, and so they assess problematic behaviors or vulnerable emotions rather than 
maintaining a balanced view by including positive aspects (e.g., pro-social behaviors, self-
concept, or self-competence). With a growing emphasis on examining positive indicators 
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(e.g., psychological well-being) as well as negative indicators (e.g., psychopathology; 
Dykens, 2005; Seltzer, Greenberg, Orsmond, & Lounds, 2005), it has been found that having 
a brother or sister with disabilities (including DS) did not necessarily lead to poor adaptation 
(e.g., Bischoff & Tingstrom, 1991; Cuskelly et al., 1998; Cuskelly & Gunn, 2006; Fisman et 
al., 1996; 2000; Gath & Gumley, 1987; Gau et al., 2008; Hastings, 2007; Kaminsky & 
Dewey, 2002; Lobato et al., 1987; Van Riper, 2000).  
(1) Behavioral problems & psychological well-being. According to the meta-
analysis on 25 quantitative studies published from 1972 to 1999, siblings of children with 
intellectual disabilities seemed to be more negatively influenced in regard to their functioning 
by their disabled brother or sister in the family. The negative influence was particularly 
found in the area of their psychological functioning such as depression (Rossiter & Sharpe, 
2001). These siblings, particularly girls, reported poor psychological well-being. That is, they 
appeared to have greater depression and anxiety as well as lower self-worth, social 
acceptance, and cognitive competence compared to those with siblings without disabilities 
(McHale & Gamble, 1989). They also tended to have higher levels of stress than those with 
healthy siblings due to issues related to the needs of a disabled sibling in the family (Senel & 
Akkok, 1996). Giallo and Gavidia-Payne (2006) reported that siblings of children with a 
disability tended to have significantly higher levels of total difficulties, emotional symptoms, 
peer problems, and lower levels of prosocial behaviors compared to the UK norms. Likewise, 
a series of studies conducted by Cuskelly and colleagues indicated that siblings of children 
with DS appeared to have behavioral problems particularly in conduct disorder (Cuskelly & 
Dadds, 1992; Cuskelly & Gunn, 1993).  
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In contrast, Bischoff and Tingstrom (1991) failed to demonstrate the negative 
influences of living with a child with a disability (including DS) on their typically developing 
siblings’ adaptation regarding academic achievement, social competence, and behavioral 
problems. Compared to those without a disabled sibling, they also failed to point out the 
differences in the degree of their perceptions on the following areas: scholastic competence, 
social acceptance, physical appearance, behavioral conduct, and global self-worth (Bischoff 
& Tingstrom, 1991).  
Moreover, Mandleco, Olsen, Dyches, and Marshall (2003) reported that siblings of 
children with disabilities (including DS) as well as their peer groups exhibited greater social 
skills rather than behavioral problems. Siblings of a disabled child also demonstrated more 
cooperative and self-controlled behaviors compared to those without a disability (Mandleco, 
Olsen, Dyches, & Marshall, 2003). Similarly, adolescents of siblings with intellectual 
disabilities than those without disabilities demonstrated significantly higher levels of 
personal (e.g., “I learned to take more responsibility for what I do”), social (“I learned to 
respect other’s feelings and beliefs”), and spiritual growth (“I developed/increased my faith 
in God”; Findler & Vardi, 2009, p. 4). In particular, siblings who perceived higher parental 
preference toward their disabled sibling reported greater personal and social growth, whereas 
siblings with a healthy brother or sister reported higher levels of stress due to their parents’ 
differential treatment (Findler & Vardi, 2009). This may indicate that typically developing 
children can benefit from challenges they face rather than suffer from stress.  
In addition, siblings of children with DS were found to have fewer conduct behavioral 
problems, less hyperactivity, and fewer total behavioral problems than normative siblings in 
the UK (Hastings, 2007). There was minimal evidence indicating significant differences 
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between siblings of children with DS and those without DS with regard to their problematic 
behaviors and self-competence and self-concept (Cuskelly et al., 1998; Cuskelly & Gunn, 
2006; Gau et al., 2008; Kaminsky & Dewey, 2002; Lobato et al., 1987). When compared to 
siblings of children with pervasive developmental disorders, these siblings were better 
adapted and reported less internalizing and externalizing behavior problems (Fisman et al., 
1996; 2000). Moreover, siblings of children with DS showed the same level of school 
achievements (e.g., reading ability, general attainment and attendance) as their peers in the 
school (Gath & Gumley, 1987).    
  (2) Sibling relationships. Sibling relationships have been examined with regard to 
the extent to which typically developing children adapt to their brother or sister with DS 
(Cuskelly & Gunn, 2006; Fisman et al., 1996; 2000; Kaminsky & Dewey, 2001; Wolf et al., 
1998). On the basis of a number of workshops with siblings of children with DS, Skotko and 
Levine (2006) stressed the fact that although brothers or sisters of a child with DS 
experienced both positive and negative feelings in sibling relationships, they typically 
expressed that the positive impact of their disabled sibling on their life outweighed the 
negative, in that they could learn mature attitudes and careful concerns toward people with 
disabilities. In a similar vein, siblings living with a brother or sister with DS in the study of 
Kaminsky and Dewey (2001) also reported significantly greater intimacy and closeness than 
those of a sibling with autism or a typically developing child. When compared to those 
without a disabled sibling, siblings of a child with DS as well as those in the autism group 
had greater admiration and less competition and conflict with their disabled brother or sister 
(Kanminsky & Dewey, 2001). It was also found that there were significant differences 
between groups of children with DS and without DS. That is, siblings of children with DS 
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reported higher empathy and lower unkindness than their peer group who did not have a 
sibling with DS (Cuskelly & Gunn, 2003).  
In addition, warm and close sibling relationships between typically developing 
siblings and siblings with DS along with less sibling conflict were found to play protective 
factors against siblings’ poor adaptation such as externalizing behavior problems (Fisman et 
al., 1996) although its protective effects on the sibling relationship were no longer significant 
over a 3 year period (Fisman et al., 2000). Interestingly, parents were more likely to report 
that their typically developing children had behavior problems when they perceived unkind 
behaviors between siblings and, thus, parental report on their typically developing child’s 
externalizing behavior problems was to some extent predicted by their view toward unkind 
sibling relationships (Cuskelly & Gunn, 2006).  
Furthermore, Bischoff and Tingstrom (1991) reported on the fact that siblings did not 
perceive differences in relationships with their brothers or sisters with disabilities (including 
DS) when compared to those with typically developing siblings. In other words, the extents 
to which siblings care about each other (warmth/closeness), dispute each other (conflict), 
compete with each other (rivalry), and help each other (relative status/power) were similar 
regardless of having a sibling with a disability. However, mothers of children with 
disabilities (including DS) were more likely to perceive greater differences in the area of 
helping or teaching than mothers with healthy children (Bischoff & Tingstrom, 1991).   
According to the observational study of Abramovitch and colleagues (1987), there 
were no differences in sibling interactions between siblings of a child with DS and without 
DS, which indicates that the nature of sibling interaction was not significantly affected by the 
presence of DS. Yet, siblings of a child with DS were more likely to exhibit prosocial 
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behaviors than typically developing older siblings without a disabled brother or sister 
(Abramovitch, Stanhope, Pepler, & Corter, 1987).  
Sibling Variables 
A number of factors can influence the extent to which typically developing children 
in families that include a brother or sister with DS can adapt to and deal successfully with the 
challenges resulting from being a sibling of a child with DS. Lobato (1983) in her review 
reported on several mediating factors between stresses associated with living with a sibling 
with a disability (including DS) and typically developing child’s adaptation. Among various 
factors, the characteristics of the typically developing child (e.g., birth order, gender) were 
most consistently reported across a number of studies (Lobato, 1983) and the primary focus 
in understanding the different sibling experiences (Cuskelly & Gunn, 2003).     
Given the fact that Korean families are to some extent influenced by traditional 
values such as Confucianism, there are some considerations in understanding sibling 
relationships in relation to their characteristics in Korean families. That is, the characteristics 
of children such as age, gender, and birth order are important to the understanding of family 
members’ behavior patterns to maintain family harmony (Kim-Rupnow, 2001; Park & Cho, 
1995). This is because, in traditional families, there are clear roles and responsibilities 
between siblings. In addition, for some families influenced by filial piety (hyo which is one 
of the attributes of Confucianism that is characterized by a child’s obligation to take care of 
their parents) within the Confucian context, siblings (particularly older siblings) may be 
willing to take on more responsibilities caring for their sibling with a disability in an effort to 
help their parents (Hwang & Charnley, 2010). Thus, it is needed to examine how these 
siblings’ characteristics affect their adaptation in Korean families.  
 23 
 
  (1) Age. Although some researchers reported that sibling age did not have an impact 
on sibling adaptation (Gath & Gumley, 1987), findings from other studies suggest that older 
siblings tend to be given more care-giving responsibilities (Cuskelly & Gunn, 2006), and 
increased care-giving responsibilities were significantly associated with poor psychological 
well-being (i.e., anxiety; McHale & Gamble, 1989). Yet, this was found across all groups 
meaning that it may be true for all families regardless of whether or not there is a child with a 
disability (including DS) in the family. However, when their older siblings had autism in 
addition to an intellectual disability (including DS) younger siblings experienced poorer 
psychological adaptation (e.g., emotional problems; Petalas, Hastings, Nash, Lloyd, & 
Dowey, 2009).  
In Korean traditional families, it is required for younger siblings to respect older 
siblings and for older siblings to take care of younger siblings. This traditional ethic may 
influence their adaptation in a two-fold manner. On one hand, older Korean siblings tended 
to report lower self-concept than younger siblings when there was a disabled child in the 
family (Lee, 2006), which can be due to their care-giving responsibilities. On the other hand, 
younger siblings’ respectful attitudes towards their older siblings appeared to be true even 
when an older child has a disability. For example, parents often scolded younger siblings 
when they showed disrespectful behaviors towards their older sibling with a disability in 
response to their disabled sibling’s problematic behaviors (Hwang & Charnley, 2010).  
(2) Gender. Gender was associated with the adaptation of siblings of children with 
DS or other intellectual disabilities (Cuskelly & Dadds, 1992; Cuskelly & Gunn, 1993; 
Lobato et al., 1987; McHale & Gamble, 1989; Petalas et al., 2009). According to the studies 
of Cuskelly and colleagues, girls were more likely to experience difficulties adapting than 
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boys to their sibling with DS. Both parents and teachers reported that problematic behaviors 
particularly conduct disorder were more likely seen among sisters than brothers of children 
with DS (Cuskelly & Dadds, 1992). Mothers of children with DS more often perceived that 
their typically developing sisters exhibited more conduct disorder than those of both typically 
developing brothers of children with DS and children without DS (Cuskelly & Gunn, 1993). 
Although siblings of children with intellectual disabilities (including DS) in general appeared 
to have poor adaptation in areas of self-direction, socialization, and aggressiveness, sisters 
were more likely to be depressed, and to experience lower self-esteem (McHale & Gamble, 
1989).  
In contrast, other studies reported greater problems among brothers than among 
sisters. For example, when brothers had both an intellectual disability (including DS) and 
autism, their typically developing siblings reported poor psychological adaptation such as 
emotional problems (Petalas et al., 2009). Moreover, mothers were more likely to report that 
brothers were more depressed and aggressive than sisters or than brothers without disabled 
siblings (including DS; Lobato et al., 1987). However, Senel and Akkok (1996) revealed a 
neutral gender effect on siblings’ stress and attitude toward disabled siblings.   
In the traditional Confucian familism, boys tend to have more authority than girls, 
which is also the case in the relationship between husband and wife. In a study of Hwang and 
Charnley (2010), older male siblings expressed greater obligations, indicating that they had 
to take care of their younger sibling with autism when their parents could not play the roles 
of primary caregivers. This was observed even when parents did not expect their siblings’ 
filial obligation within Confucian values (Gang, 2009; Hwang & Charnley, 2010). In this 
regard, brothers appeared to perceive more stress than sisters of a child with a disability (Lee, 
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2006). However, female siblings also took on more care-giving responsibilities for their 
disabled sibling in an effort to conform to their mothers’ expectations (Hwang & Charnley, 
2010).   
Moreover, siblings who are strongly affected by filial piety (hyo) may be willing to 
take on more responsibilities to care for their disabled brother or sister in order to reduce 
their parents’ burden and maintain harmony in the family (Hwang & Charnley, 2010). 
Interestingly, these siblings reported that they not only had greater stress and challenges, but 
also felt honored when their family maintained harmony and balance based on their sacrifice.  
(3) Birth order. In Western families, it is typically believed that the eldest female 
siblings tend to have greater responsibility for taking care of their younger siblings compared 
to the eldest male siblings as well as younger female siblings (Lobato, 1983). It appeared true 
in the study of Grossman (1972), in that the eldest sisters were more likely to be negatively 
influenced by having a sibling with a disability (particularly a physically handicapped 
sibling).  
According to Breslau and her colleagues (1981; 1982), the impact of birth order on 
sibling well-being was closely associated with sibling gender. In her initial study, it was 
found that the interaction effect of sibling characteristics between the birth order (rather than 
age) and gender of the sibling was associated with sibling’s problematic behaviors such as 
self-destructive, mentation problems, conflict with parents, delinquency, and isolation 
(Breslau, Weitzman, & Messenger, 1981). That is, for younger siblings than a brother or 
sister with a disability, brothers had poorer psychological functioning than sisters. However, 
for older siblings, sisters than brothers reported more difficulties adapting to their disabled 
sibling. In her later study, it was replicated that siblings’ psychological well-being (e.g., 
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aggressive behavior and depression/anxiety) was influenced by the interaction of birth order 
and gender of the sibling (Breslau, 1982). More specifically, younger brothers were more 
vulnerable to living with a sibling with a disability while older sisters were more 
psychologically impaired than younger sisters of a disabled sibling (Breslau, 1982).        
Within the Confucian family structure, there are particular sibling relationships 
according to birth order, which help to maintain family integrity and harmony. That is, 
younger siblings are expected to respect and follow their older siblings, and older siblings 
have to act as a good “role model” for younger siblings. In particular, the oldest sibling 
usually takes on a more parental role (Park & Chesla, 2007, p. 304). Moreover, the oldest 
siblings (especially sons) are the ones who are likely be supported by their parents when the 
parents cannot afford to support all children in the family, so parents tend to expect the 
success of the oldest child as a way to maintain the face of the family (Kim-Rupnow, 2005; 
Park & Chesla, 2007). According to the study conducted with healthy Korean children, 
children in the first-born group were more likely to report greater self-concept than the other 
groups (Jeon & Lee, 2008). This finding may be understood in relation to the favorable 
family environment to the first-born child.  
In addition to greater authority, however, they also take on more responsibilities than 
younger siblings, in that they have to take care of their elderly parents (e.g., regular visits and 
frequent phone-calls) and maintain family ceremonies and rituals toward their ancestors (e.g., 
feast for the ancestors; Kim-Rupnow, 2005; Park & Chesla, 2007). Moreover, the first-born 
child may have greater stress stemming from parents’ high expectations for academic 
achievement which is thought to be a way to success in Korean society (Kim & Hoppe-Graff, 
2001). Although there may be less practice due to the trend to have a small number of 
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children in the family (Korea Ministry of Health and Welfare, 2009), siblings can still be 
exposed to these ideas in families who practice traditional values or by elder generations who 
are used to practicing these values.  
Family Variables & Sibling Adaptation 
The importance of family factors in understanding sibling influences on childhood 
development has been highlighted regardless of having a child with a disability in the family 
(see review - Dunn, 1988). Sibling characteristics such as age, gender, and birth order can, in 
part, explain why some siblings of children with DS adapt well to living with their brother or 
sister with DS, while others struggle or fail to adapt. However, due to the limited and 
inconsistent findings from these non-modifiable demographic factors and the importance of 
understanding sibling experiences in the family context, the roles of modifiable family 
factors need to be further explored in relation to sibling adaptation.  
Some researchers have examined various family variables in an effort to understand 
the differing experiences of siblings of children with DS. It includes the relationship between 
parents’ characteristics (e.g., psychological well-being and marital relationship) and sibling 
adaptation, the relationship between parents and siblings, and the association among various 
family variables such as family conflict/demands, family resources (e.g., family cohesion, 
social support), and family problem-solving and coping with siblings’ well-being.  
Both parents who were depressed tended to perceive that their typically developing 
children who were siblings of children with DS had more behavior problems although their 
depression levels were not in the clinically significant range (Cuskelly & Dadds, 1992). In 
particular, a warm and harmonious marital relationship tended to be a protective factor from 
the deviant behaviors problems (at both home and school) of siblings of children with 
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intellectual disabilities including DS (Gath & Gumley, 1987). Parents who perceived more 
conflict in their marital relationship tended to report greater child’s problems (e.g., 
externalizing behaviors) and less child’s social skills (e.g., cooperation, assertion, and self-
control; Mandleco et al., 2003). In addition, the level of parental distress was also associated 
with their perception on the degree of siblings’ internalizing and externalizing behavioral 
problems over time across all groups (including DS; Fisman et al., 1996; 2000)  
In addition, a negative parent-child relationship appeared to be associated with 
siblings’ adaptation as well. Specifically, the typically developing siblings’ perception about 
parents’ differential treatment indicating that their sibling with DS was preferred was 
negatively associated with siblings’ psychological well-being (McHale & Gamble, 1989) and 
internalizing behavioral problems (Wolf et al., 1998). In addition, siblings who perceived a 
negative interaction with their mothers reported increased depression and anxiety (McHale & 
Gamble, 1989). However, for some siblings the level of adaptation did not seem to be 
affected by differential parenting. For example, Taiwan siblings were well adapted although 
their mothers reported that they tended to be more overprotective of their siblings affected by 
DS (Gau et al., 2008).   
  Moreover, higher sibling self-concept tended to be reported from the families with 
higher family cohesion, and higher social competence was more likely to be reported from 
those with higher family promotion of independence regardless of group membership 
(Lynch, Fay, Funk, & Nagel, 1993). However, siblings in families including a child with an 
intellectual disability reported higher social competence and self-concept when the family 
had less conflict and better family organization (Lynch et al., 1993). Mandleco et al. (2003) 
also reported that the typically developing children’s behavioral problems were positively 
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associated with parental perception of family conflicts whereas their cooperation and 
assertion were associated with paternal perception of family cohesion. More specifically, 
fathers who perceived greater family conflict and external locus of control orientation 
(describing the extent to which the family believes that their environment controls their life) 
were more likely to report that female siblings of children with disabilities (including DS) 
had greater externalizing behavior problems (Mandleco et al., 2003). Likewise, Van Riper 
(2000) reported that using affirming problem-solving communication in the family was 
positively associated with siblings’ social competence, and having adequate family resources 
to manage the ongoing challenges associated with raising a child with DS was positively 
related to siblings’ social competence and self-concept.   
In particular, social support, which is one of the family resources, was associated with 
siblings’ adaptation (Kaminsky & Dewey, 2002; Wolf et al., 1998). Siblings of children with 
DS generally had a good support system from their parents, teachers, classmates, and close 
friends. They were more likely to have greater support from close friends than typically 
developing children. However, siblings in the DS group who had less support from their 
classmates tended to feel loneliness (Kaminsky & Dewey, 2002). Over time, the positive 
influence of social support on siblings’ adaptation to a brother or sister with DS was 
observed, and increased internalizing and externalizing behavior problems were seen among 
siblings who perceived less social support (Wolf et al., 1998).   
(1) Family demands. The sources of family demands such as a family member who 
has a chronic condition, family life cycle changes, prior unresolved family strains, 
consequences of family efforts to cope, intra-familial and social ambiguity, and the family 
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patterns of functioning were identified in families of children with DS (McCubbin et al., 
1996). 
Studies of adaption in families of children with DS revealed that the unexpected birth 
of a child with DS was an initial stressor and a life-changing experience that a new family 
member brought into the family (Barnett & Boyce, 1995; Lam & Mackenzie, 2002; Sari et 
al., 2006). As the child with DS grew up and the family life cycle changed, the types of 
family demands changed as well (Eisenhower, Baker, & Blacher, 2005; Lam & Mackenzie, 
2002; Sari et al., 2006). The majority of the parents considered their child’s behavior 
problems such as irritability, hyperactivity, stubbornness, and aggression as the most 
consistent source of family demands (Abbeduto et al., 2004; Blacher & McIntyre, 2006; 
Bourke et al., 2008; Eisenhower et al., 2005; Most, Fidler, Laforce Booth, & Kelly, 2006; 
Poehlmann, Clements, Abbeduto, Farsad, & Ferguson, 2005; Sloper, Knussen, Turner, & 
Cunningham, 1991; Stores, Stores, Fellows, & Buckley, 1998). The externalized behavioral 
problems were more likely to be shown in boys and younger age children (Stores et al., 1998) 
and consistently increased as 3-year-old children with DS aged (Eisenhower et al., 2005).  
 Parents allocated their time differently based on the child’s developmental 
characteristics and the child’s needs (Barnett & Boyce, 1995; Crowe, 1993). Parents, 
particularly mothers reported increased time demands associated with caring for a child with 
DS as a major difficulty (Barnett & Boyce, 1995; Crowe, 1993; Hedov, Anneren, & 
Wikblad, 2000; Hedov, Anneren, & Wikblad, 2002; Padeliadu, 1998; Sari et al., 2006).  
Since mothers are considered to be primary care givers in families of children with DS, 
mothers had to deal with unequal responsibilities placed on them (Pelchat, Lefebvre, & 
Perreault, 2003; Roach, Orsmond, & Barratt, 1999). Seventy percent of mothers, for 
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example, spent 3 hours more daily on child care while only 30% of fathers in these families 
spent 3 or more hours on child care (Hedov et al., 2000). In particular, mothers who spent 
more than 8 hours daily on direct child care reported significantly increased stress (Hedov et 
al., 2002). Although the patterns of family time allocation were similar to those with 
typically growing children in general, variations were found in child-care, recreational and 
social activities. For example, parents of children with DS spent 3 times more in caring for 
their sick child than those of a typically developing child (Hedov, Wikblad, & Anneren, 
2006). In turn, these parents were more likely to spend less time in social activities (Barnett 
& Boyce, 1995; Crowe, 1993), recreational, intellectual, and cultural activities (Sanders & 
Morgan, 1997) although some mothers spent more time in recreational and educational 
activities (Padeliadu, 1998). 
 Parents often felt difficulties adapting to newly established care-giving roles and had 
limited social networks (Ricci & Hodapp, 2003; Roach et al., 1999). Mothers appeared to 
perceive more stress with regard to care-giving responsibilities while fathers had initial 
difficulties accepting the diagnosis of DS in their child (Roach et al., 1999). Other fathers 
also reported that they had somehow restricted role changes due to their child’s personality, 
age, and maladaptive behaviors (Ricci & Hodapp, 2003).  
(2) Family appraisal. As families adapt to living with a child with DS, their view 
and definition of the situation may change. For example, they may expand their world view 
by focusing on areas of personal growth, and learning about what is important in their life 
(King et al., 2006).   
Overall, families perceived their children with DS as a “joy” and “blessing” and also 
acknowledged their positive attributes such as positive attitudes, cheerful and pleasant 
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personalities, insightfulness, and a sense of humor (Hanson, 2003; Hornby, 1995) which 
facilitated their family’s connection and closeness (Hanson, 2003; Hornby, 1995; Poehlmann 
et al., 2005; Ricci & Hodapp, 2003). They also highlighted their personal growth as well as 
the contributions of their child with DS to the family (Hanson, 2003; King, Baxter, 
Rosenbaum, Zwaigenbaum, & Bates, 2009). Some mothers perceived that their children with 
DS had fewer behavior problems than typically developing children (Eisenhower et al., 2005) 
and others more positively perceived their increased time demand than those with healthy 
children (Padeliadu, 1998).  
Parents of children with DS frequently experienced unfriendly reactions and stares 
from the public (e.g., neighbors, strangers, and friends; Gatford, 2001; Hanson, 2003; Lam & 
Mackenzie, 2002; Sari et al., 2006). Some mothers, particularly in Hong Kong and Turkey, 
seemed to be more affected by the stigma associated with DS. They pointed out that negative 
social values toward disabilities were a greater stressor on the family (Lam & Mackenzie, 
2002; Sari et al., 2006). Others appeared to experience limited opportunities to socialize due 
to the stigma embodied in their child’s unique appearance as well as their behavioral 
problems (Sari et al., 2006).  
Although mothers in the DS group reported less stress with regard to uncertainty of 
their  child’s diagnosis (Lenhard, Breitenbach, Ebert, Schindelhauer-Deutscher, & Henn, 
2005), they had continuous stress compared to those of children with fragile X syndrome 
(Poehlmann et al., 2005). They also expressed great concerns about their child’s adulthood 
and dependency (Carr, 2005; Hanson, 2003; Hedov et al., 2002; Hornby, 1995).  
  (3) Family problem-solving and coping. Some families of children with DS tried to 
have optimistic perspectives (e.g., “tomorrow will be better”), openness to various 
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experiences (e.g., “life is about learning”), and acceptance of their unique situation, or 
appreciation of their child’s small achievements in defining their situation (King et al., 2009, 
p. 56). Others changed their priorities, refocused on needs of other family members, and 
abandoned a hope to correct their child with DS. These efforts positively influenced family 
adaptation (King et al., 2006).      
Although some researchers claimed no significant contribution of using coping skills 
across families of children with different disabilities (Abbeduto et al., 2004), parents using 
problem-solving strategies were more likely to show greater family well-being and child’s 
functioning (Cunningham, 1996). More specifically, parents of children with DS frequently 
used passive, avoidance coping strategies compared to those with typically developing 
children (Cheng & Tang, 1995; Spangenberg & Theron, 2001), and those who used 
avoidance coping strategies were more likely to have poor psychological well-being such as 
depression and anxiety (Spangenberg & Theron, 2001). Parents who were likely to be self-
reliant often indicated higher levels of stress and lower levels of mastery and optimism 
(Cheng & Tang, 1995). One of the most often used problem-solving and coping strategies by 
parents of children with DS, particularly fathers, was wishful thinking (Cunningham, 1996). 
Parents who used this type of coping skill tended to show poor adaptation (Cunningham, 
1996; Sloper et al., 1991). 
In addition, more stress was reported by parents who frequently used acceptance, 
rumination, positive refocusing on planning, and catastrophizing, whereas parents who used 
positive reappraisal strategies reported less stress and better psychological well-being (Van 
der Veek, Kraaij, & Garnefski, 2009a; 2009b). In particular, using rumination and blaming 
themselves appeared to be positively related to parental depressive symptoms. Those who 
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experienced more goal disturbance also reported greater depression (Van der Veek et al., 
2009b).  
(4) Family resources. The extent to which families of a child with DS adapt to their 
initial or ongoing stressful situations was greatly influenced by individual family members’ 
resources, family system resources, and social support.   
The initial adaptation was substantially influenced by the interaction with health care 
providers (Van Riper, 1999; Van Riper, Pridham, & Ryff, 1992). Parents reported that 
inappropriate or inadequate initial support and guidance from health care providers 
discouraged them from adapting to their changed family environment (Herbert & Carpenter, 
1994). For example, health care providers tended to use medical jargon, reacted negatively, 
and did not provide up-to-date information or time for questions (Gatford, 2001). Fathers 
particularly experienced not only difficulties accessing health care providers, but also their 
incompetent, negative reactions to them (Herbert & Carpenter, 1994). In contrast, positive, 
family-centered relationships between parents and health care providers helped families to 
develop the parents’ ongoing help seeking behaviors as well as to deal with child’s medical 
problems (Van Riper, 1999).  
The personality of parents was related to their distress (Cunningham, 1996; Sloper et 
al., 1991). Parents with high neuroticism appeared to have increased risk of experiencing 
difficulties (Cunningham, 1996). Mothers who had more personal strength and increased 
self-confidence in caring for their child with DS were more likely to be resilient and well 
adapted to their care-giving situations (Margalit & Kleitman, 2006).  
High levels of family cohesion and lower family conflict played critical roles in 
family adaptation. A supportive environment and close family connection to each other 
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helped the family to be more flexible in changing their roles in the family (Hedov et al., 2002; 
2006; Margalit & Kleitman, 2006). Less financial problems and higher socioeconomic status 
appeared to be a family resource (Cunningham, 1996; Stoneman, 2007). However, lack of 
support from spouses and family members were likely to add more stress (Gatford, 2001; 
Herbert & Carpenter, 1994; Poehlmann et al., 2005; Sari et al., 2006).  
Social support such as support from extended families and community churches 
(Gatford, 2001; Herbert & Carpenter, 1994; Pelchat et al., 2003) and early intervention 
programs (Hanson, 2003; Herbert & Carpenter, 1994; Pelchat, Bisson, Ricard, Perreault, & 
Bouchard, 1999) were frequently considered to be critical factors for the family in managing 
their demands. In particular, the parent-to-parent network support was helpful, in that it 
supported families of children with DS to expand their social network with other families in 
similar situations (Hanson, 2003; Herbert & Carpenter, 1994). Most of all, early family 
intervention allowed parents to develop the ability to utilize their own resources (Pelchat et 
al., 1999) which is a substantial part of family adaption (Cunningham, 1996). Especially, 
providing printed information (as part of the intervention) at the beginning helped the parents 
correctly understand their child’s conditions, and facilitating mutual parental communication 
(as part of the intervention) also helped  couples  share their perspectives and concerns 
(Pelchat, Lefebvre, Proulx, & Reidy, 2004).  
Demographic Variables  
(1) Child with DS: age, gender, and severity of intellectual disability. It is 
important to consider the gender of both siblings because the gender combination of siblings 
can impact sibling adaptation by influencing the relationships between them. One study 
reported that whether siblings were the same-sex or opposite-sex appeared to affect their 
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relationships. That is, sisters had more undesirable sibling interactions, such as unkind 
behavior, toward their disabled sibling with same-sex siblings, whereas brothers had more 
undesirable interactions with opposite-sex siblings (Cuskelly & Gunn, 2003). In another 
study, siblings who were the same sex as their sibling affected by DS tended to report more 
problematic behaviors (Gath & Gumley, 1987). In addition to the sex-composition, typically 
developing siblings who had a brother with both an intellectual disability (including DS) and 
autism appeared to report poorer psychological adaptation (e.g., emotional problems) than 
those with a sister (Petalas et al., 2009).  
 The severity of the disability, defined as a classification of intellectual disability, is 
closely related to the level of the disabled child’s behavioral functioning. The affected child’s 
problematic behaviors have been reported to influence the degree of their sibling adaptation 
(Gath & Gumley, 1987; Hastings, 2007). Lobato (1983) also addressed in her review that the 
severity of child’s impairment can influence siblings in various contexts.  
In Korea, psychiatric physicians’ diagnoses of disability status and levels are used to 
establish the presence of a disability and the severity of the disability. It is classified into 
three categories based on Intelligence Quotient (IQ) scores in Korea: (1) mild intellectual 
disability refers to an IQ of 50 to approximately 70; (2) moderate intellectual disability refers 
to an IQ ranging from 35 to 49; and (3) severe intellectual disability refers to an IQ at or 
below 34 (Korea Ministry of Health, Welfare and Family Affairs, 2009).   
(2) Mother: age, education, religion, employment, and marital status. Maternal 
age, education, religion, employment and marital status may be potential covariates that can 
influence maternal perceptions of family factors and sibling adaptation. Thus, the purpose of 
gathering mothers’ information is to take into consideration these potential explanatory 
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variables. Some relationships were found in earlier studies. For example, it appeared that 
siblings of a disabled brother or sister perceived more stress when their mothers were 
employed (Lee, 2006), and siblings whose mothers had higher education were more likely to 
report better psychological adaptation such as social competence (Dyson, 1989).    
In Korea, religious beliefs are important and are a key support system (Kim-Rupnow, 
2005). More than half of the Koreans follow a religion, and half of them are Buddhist 
(24.4%; Korea Gallup, 2005). One of the main concepts of Buddhism which is different from 
other religions is karma and reincarnation (Kim-Rupnow, 2001). Mothers who are Buddhist 
may appraise the situation of having a child with DS as karma resulting from the way they 
lived in their previous life, whereas mothers who are Christian may view their child with DS 
as a gift from God. Therefore, mothers’ religion may generate important information to 
understand their perception of family appraisal, and this may influence the way siblings view 
their disabled sibling with DS (Cunningham, 1996).             
(3) Family: family size and family income. Findings from previous studies indicate 
that family size and family income may influence family functioning and, in turn, sibling 
adaptation. Siblings in large-size families with a child with a disability tended to report better 
psychological adaptation (e.g., social competence; Dyson, 1989). Gath (1973) found that 
sisters of children with DS in families that include three to five children were less likely to 
report behavioral problems than those with less than three or more than six children. She also 
reported similar findings in her later study (Gath, 1974). Although the family size in Korea is 
much smaller (due to the trend of having a small number of children in a family) than the 
findings from earlier studies conducted in other countries, this information can be used in 
relation to the birth order of siblings in understanding their adaptation.  
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Socioeconomic status appeared to have an indirect association with sibling adaptation 
in families of children with disabilities (Giallo & Gavidia-Payne, 2006). Typically 
developing children’s externalizing behavioral problems and self-control were associated 
with socioeconomic status in their families (Mandleco et al., 2003). In the study of Stoneman 
(2007) exploring the DS advantages in relation to family income, she reported that parents of 
children with DS had better psychological well-being and warmer relationships between 
parents and their children than those in other intellectual disability groups; however, when 
family income was taken into account, these advantages were no longer significant. This 
finding indicates the importance of financial stability in families of children with DS. Lee 
(2006) also found that siblings of a child with a disability in Korean families of high and low 
social classes reported increased stress than those in the middle class. Taken together, the 
information of family environmental factors needs to be gathered since it may contain a key 
explanation for the degree of sibling adaptation in the family context.    
Summary of Literature 
 Living with a brother or sister with DS in the family can influence typically 
developing siblings in various ways. Earlier studies usually focused on negative influences 
for typically developing children with regard to their behavioral problems, psychological 
well-being, and sibling relationships. However, there is growing evidence highlighting 
benefits of being raised with a sibling with DS as well as challenges. In efforts to understand 
differing experiences of typically developing siblings, non-modifiable sibling’s 
characteristics such as age, gender, and birth order have been primarily examined. Yet, the 
findings were inconsistent and provided only limited information in developing effective 
sibling interventions. 
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Given the fact that child’s well-being is greatly influenced by family relationships and 
family functioning, it is critical to understand sibling experiences in the family context. A 
few studies attempted to explore modifiable family factors. However, the findings were not 
comprehensive as well as limited to mostly Caucasians in North America and European 
countries where there are different cultural, social values from Asian countries (e.g., Korea).   
This study was guided by the Resiliency Model of Family Stress, Adjustment, and 
Adaptation which helps to understand the relationships between various family factors (such 
as family demands, family appraisal, family problem-solving and coping, and family 
resources) and sibling adaptation to living with a child with DS in Korean family contexts.   
The results of this study will contribute to our knowledge of how family factors can 
influence sibling adaptation in Korean families of children with DS and when these siblings 
are at increased risk of experiencing difficulties in adapting. The knowledge gained will be 
used to develop culturally appropriate, effective interventions for these siblings so that they 
can adapt successfully to the life with a sibling with DS.   
 
 
  
CHAPTER III 
METHODS 
 
Research Design 
A cross-sectional, correlational study was performed to address the research questions 
of how Korean mothers of children with DS perceive the adaptation of their typically 
developing children aged 4 to 19 years to a child with DS and family factors that influence 
sibling adaptation in families of children with DS. 
Subjects and Settings 
(1) Subjects & sample size. The target population was mothers of typically 
developing children aged 4 to 19 years who were living with a brother or sister with DS. In 
the study where multiple regressions were used as a main analysis method, the following four 
components were needed to estimate sample size: alpha level, number of predictors, 
anticipated effect size, and desired statistical power level (Polit & Beck, 2004). By 
convention, it was required that alpha level should be less than or equal to .05, and power 
level of .80 was often considered to be desirable (Murphy, Myors, & Wolach, 2009). The 
number of predictors ranged from four to six. According to Cohen (1988), it can be 
considered that large effect size is .35 and it is followed by medium effect size of .15 and 
small effect size of .02. On the basis of power analysis calculations using a free online 
software of sample size calculator, a sample size of 80-100 was needed to detect a medium 
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effect size (R) of .15 (Cohen, 1988) with a statistical power of .80 at .05 alpha level with 
four to six predictors. Thus, a total of 105 Korean mothers were recruited for the study. 
(2) Inclusion & exclusion criteria. To participate in the study, mothers were (1) the 
primary caregiver for both a child with DS and at least one typically developing child aged 4 
to 19 years old; (2) at least 19 years of age; (3) able to understand and speak Korean; and (4) 
willing to complete the self-report questionnaires. Mothers whose typically developing 
children were not living together in the same family were excluded. For this study, if a 
mother had more than one typically developing child who did not have any chronic illness or 
disability, the mother was asked to complete the questionnaires for the child who was closest 
in age to the child who had DS. 
The age range of 4 to 19 years for siblings was chosen based on unpublished data 
suggesting that siblings of children with DS start to notice differences between themselves 
and their sibling with DS at around age 3 or 4 years (Van Riper, 2000b). In Korea, children 
are living at home with their families and in education until 19 years old. For example, most 
children between 17 and 19 years old attend high schools. The recruitment strategies using 
the Korea Down Welfare Center, support groups, and special schools enabled me to tap 
children throughout the 4 to 19 years age range.  
(3) Study settings. Study participants were recruited through (a) the Korea Down 
Welfare Center in Seoul, a national organization, (b) local DS parents’ support groups in 
Gyeongsangbuk-do province, (c) an online DS parents’ support group (National Parents’ 
Support Group for Children with Down Syndrome), and (d) 10 special schools in two major 
metropolitan areas, Seoul/Gyeonggi-do province and Daegu/Gyeongsangbuk-do province. 
Recruitment from a variety of sources helped in the recruitment of a more diverse sample in 
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terms of age of the typically developing sibling. For example, mothers of infants and toddlers 
with DS typically belonged to local and online support groups, while the majority of people 
using the Korea Down Welfare Center were families of young children and adolescents with 
DS living in Seoul. Special schools in Korea include three levels of education - elementary, 
middle, and high school education, so recruiting from special schools gave me access to 
mothers of school age children and adolescents with DS. While some mothers might belong 
to more than one group, it was highly unlikely that a mother would have wanted to do the 
same study more than once.  
Data Collection 
After the Institutional Review Board approval was obtained from the University of 
North Carolina at Chapel Hill, from June to August 2011, mothers were recruited through the 
Korea Down Welfare Center, local and online DS parents’ support groups, and 10 special 
schools in two metropolitan areas. Leaders and administrators in Down Welfare Center and 
support groups were given information about the study to share with eligible mothers. An 
invitation letter was posted or distributed in these places. Mothers who agreed to participate 
were encouraged to tell other mothers of children with DS about the study. In addition, the 
principal investigator (PI) contacted the principal of each special school. If the administrator 
(e.g., principal) agreed to facilitate recruitment, they were asked to sign a “Study 
Implementation Agreement” (Appendix XI). All principals of 10 special schools agreed to 
participate in this study and allowed the PI to recruit participants through their schools. Then, 
teachers in the school were told about the study and encouraged to distribute the study 
invitation to eligible mothers. Mothers who expressed interest in hearing more about the 
study were contacted by the PI. After determining that the mother was eligible to participate 
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in the study, the PI explained the purpose of study and gave the mother the opportunity to ask 
questions. Mothers were provided two options for participating in the study: completing an 
online version and completing a hard copy. Mothers who chose to complete the 
questionnaires online were sent the link to the questionnaires, which included a background 
information sheet and a consent form. The PI’s contact information was provided in case the 
mother had any technical issues or questions about the study. Mothers who chose to complete 
a hard copy of the questionnaires were either given or mailed a packet including a consent 
form, a background information sheet, a packet of self-report questionnaires, and a pre-
stamped and pre-addressed envelope. Mothers who received the packet of questionnaires in 
person were given the option of either completing the hard copies in same location where 
they got the packet, or taking them home and returning them to the PI within 2 weeks. 
Mothers who chose to receive hard copies of the questionnaires in the mail were asked to 
complete and return them to the PI in the pre-addressed and pre-stamped return envelope 
within 2 weeks. In both cases, mothers were encouraged to contact the PI if they had 
questions or concerns. The method of data collection for each participant was recorded for 
analysis. A reminder email or phone-call was sent to those who did not complete online 
survey or return hard copies at 2 weeks and 3 weeks after distribution.  
Protection of Human Subjects 
The proposed study was reviewed and approved by the Institutional Review Board for 
the Protection of Human Subjects at the University of North Carolina at Chapel Hill.  
(1) Informed consent. The PI whose first language is Korean contacted Korean 
mothers who were interested in the study and determined their eligibility for the study.  The 
PI explained the purpose of the study and background information to eligible mothers.  
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Mothers had the opportunity to ask questions about the study. Mothers provided consent in 
one of two ways. (1) Mothers who chose to complete the questionnaires online were sent the 
consent form and the link to the questionnaires via email. They were encouraged to read the 
entire consent form before they signed the consent online. Once the consent was signed, they 
were able to complete the questionnaires. (2) For those who desired to complete the hard 
copy version, an envelope that included a consent form, a background information sheet, a 
packet of self-report questionnaires, and a pre-addressed, pre-stamped envelope was sent. 
They were asked to return their signed consent form to the PI at the same time they returned 
the completed questionnaires.  
(2) Human protection. Participating mothers could skip any questions they were 
uncomfortable answering (both close-ended and open-ended questions). Although there were 
no physical risks and harms anticipated with this study, any mother who became emotionally 
stressed while completing the questionnaires was encouraged to contact the PI. Then, the PI 
would refer them to appropriate counseling or psychological services. Mothers who 
completed the packet of questionnaires received a $5 gift card. Finally, these mothers were 
asked whether the PI could contact them again for further follow-up or other studies related 
to families of children with DS.  
(3) Confidentiality. The PI assigned a confidential and sequential study identification 
number to each mother (and each mailed envelope). Thus, confidentiality of all the data 
collected was maintained at all times. Mothers who participated in the study were informed 
that their information would be kept confidential and that they could withdraw from the study 
at any time. All forms were identified by identification numbers only rather than their names, 
and a log book linking participant names with study identification numbers, and the data 
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downloaded from online survey and entered into the database were kept in a password 
protected computer. Completed questionnaires were stored in locked file cabinets in the PI’s 
office so that access to the data by non-authorized people was protected. Once the study was 
completed and no follow-up was anticipated, the identified data would be destroyed. Study 
results that are published and presented will not include individual, identifiable information.  
Measurements 
The packet of self-report questionnaires included the following measures (Table 1): 
(1) the Sibling Need and Involvement Profile (SNIP; Fish, McCaffrey, Bush, & Piskur, 1995), 
(2) the Strengths and Difficulties Questionnaire Korean version (SDQ-Kr; Ahn, Jun, Han, 
Noh, & Goodman, 2003; Goodman, 1997), (3) the Family Index of Regenerativity and 
Adaptation (FIRA-G; McCubbin et al., 1996), (4) the Family Management Measure (FaMM; 
Knafl & Deatrick, 2006; Knafl et al., 2009), and (5) the Family Problem Solving 
Communication Index (FPSC; McCubbin et al., 1996). The last three measures are currently 
being used in a cross-cultural study about adaptation and resilience in families of children 
with DS that the PI is assisting with. According to the pre-testing with 9 mothers who met the 
inclusion criteria, it was expected that mothers would take approximately 40 minutes to 
complete the self-report questionnaires. All mothers, whether completing hard copies or 
online version of the questionnaires, would be allowed to stop and resume as needed.   
(1) Measurement comparability. In spite of the growing interest toward family-
focused research, instruments in the area of family and sibling studies (e.g., adaptation, 
family factors) that were developed for non-English speaking population are limited. In an 
effort to fulfill the need, researchers can either develop a new instrument (e.g., Lee, 2002) or 
modify an instrument that accomplished validation for a different language (e.g., English; 
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Ahn et al., 2003). According to Guillemin, Bombardier, and Beaton (1993), for example, 
when the instrument developed for Americans living in the United States is to be used for 
people using a different language (e.g., Korean) in a different country (e.g., Korea), both 
translation of the instrument and its cross-cultural adaptation are required. The guidelines for 
cross-cultural adaptation consist of the following steps: (1) translation, (2) back-translation, 
(3) committee review, (4) pre-testing, and (5) weighting of scores (if relevant; Guillemin et 
al., 1993).  
As the Resiliency Model of Family Stress, Adjustment, and Adaptation has been 
broadly used for studies conducted with people living in different countries and using 
different languages other than English, the family measures (e.g., FIRA-G & FPSC) that 
were developed based on this model have been used for people living in Korea (White, 
Bichter, Koeckeritz, Lee, & Munch, 2002; Choi, 2009) and other Asian coututries (e.g., 
Rungreangkulkij, Chafetz, Chesla, & Gilliss, 2002; Chui & Chan, 2007). The Korean version 
of the SDQ has also been used in Korean studies (Hur & Rushton, 2007; Yang, Kim, Kim, 
Shin, & Yoon, 2005). The FaMM was used in the study exploring adaptation in families 
living with children with DS in Taiwan (Hsiao & Van Riper, 2011) where similar cultural 
components (e.g., Confucianism) are shared with Korean families (Park & Chesla, 2007). 
However, the FaMM and the SNIP measure have not been used in Korea. Thus, a great deal 
of attention has been paid to ensure cultural adaptation during the translation process of these 
measures.  
All instruments that did not have Korean versions (FIRA-G, FaMM, and SNIP) had 
been translated from English into Korean by a translation team on the basis of the above 
guidelines (the Korean version of FIRA-G exists, but could not be obtained). First, a 
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bilingual translator (the PI), who was aware of the concepts in the instrument and whose first 
language was Korean, translated the original English measures into Korean (step 1). Then the 
Korean versions were back-translated into English by other bilingual translators who were 
blind to the original measures and whose first language was English (step 2). Next, the two 
English versions were compared by a native English team member and other bilingual team 
members. The comparisons and modifications were continued through repeated translation 
and back-translation processes until all members agreed (step 3). All these iterative processes 
were continued in the consideration of obtaining semantic equivalence, idiomatic 
equivalence, experiential equivalence, and conceptual equivalence (Guillemin et al., 1993) as 
well as content equivalence, technical equivalence, and criterion equivalence (Flaherty et al., 
1988). Finally, the pre-testing was conducted in December, 2010 and March, 2011 (step 4). 
In the pre-testing, “a probe technique” was used by asking participants the probe question 
(e.g., “what do you mean?”; Guillemin et al., 1993, p. 1424). The necessary modifications of 
the wording of certain items were made after the pre-testing.  
(2) Closed-ended questions.  
1. Measurement for family characteristics (demographics). This questionnaire was 
administered to mothers to obtain the characteristics of the sibling being studied (e.g., age, 
gender, and birth order). In addition to sibling information, information about the child with 
DS, mother, and family characteristics were collected.   
2. Measurement for sibling adaptation.  
            (a) Sibling Need and Involvement Profile (SNIP). This 28-item self-report measure, 
using a 5-point Likert response scale, was originally developed to help “parents and 
professionals understand the strengths and needs of siblings of children with disabilities or 
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developmental delays” (Fish et al., 1995, p. 1). Its content validity was evaluated by a team 
of experts consisting of parents, siblings, and professionals working at early intervention 
programs and examined with target families in the United States. The SNIP is comprised of 
the following five areas: awareness, feelings, having fun, helping, and advocacy (Fish et al., 
1995).  
 This questionnaire was used to assess parental perceptions of sibling relationships 
between a child with DS and a typically developing child. For example, some questions on 
the measure are “has been informed about brother/sister’s delay”; “is seldom frustrated with 
behavior of brother/sister”; “enjoys playing with brother/sister”; “teaches brother/sister new 
things”; and “explains brother/sister’s needs to others.” This measure has been used to help 
parents of children with disabilities (including intellectual disabilities, DS) understand the 
strengths and concerns of their typically developing children (Buys, 2003; Fish et al., 1995; 
Van Riper, 2000b). For scoring, all items in each subscale were summed, and lower scores 
indicated better sibling relationships and less parental concerns in each area (see Appendix 
XXI).  
(b) The Strengths and Difficulties Questionnaire (SDQ). This 25-item behavioral and 
psychological screening questionnaire using a 3-point Likert response scale was developed to 
assess five dimensions (5 items each): emotional symptoms, conduct problems, hyperactivity, 
peer relationships, and prosocial behaviors (Goodman, 1997). Total difficulties score 
(indicating negative aspects of sibling adaptation) could be obtained by calculating the sum 
of the following four sub-scales except for positive aspect (prosocial behaviors): emotional 
symptoms, conduct problems, hyperactivity, and peer problems. The SDQ was proven to be 
as effective as both the Child Behavior Checklist and the Rutter Questionnaire in identifying 
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clinically psychopathologic conditions in children. Although it was developed for children 
aged 4 to 16 years, it has been used for children aged 4 to 17 years (Bourdon, Goodman, Rae, 
Simpson, & Koretz, 2005). Goodman, a measurement developer, suggested that the SDQ 
could be generally used for adolescent aged between 17 and 19 years old as well if they were 
living at home with their parents and in education (Goodman, personal communication, 
February 16, 2011).  
Its psychometric properties have been established, with internal consistency (mean 
Cronbach’s alpha .73), test-retest reliability after 4-6 months (.62), and discriminant validity 
(Goodman, 2001). This reliable and valid measure can also be completed by parents, teachers, 
and young adolescents aged 11 to 15 years. Because of the SDQ’s brevity and balanced item 
composition, including both positive and negative attributes (Goodman & Scott, 1999), it has 
been translated into more than 70 different languages by 2009 (Goodman, 2009). The Korean 
version of the SDQ (SDQ-Kr) has been evaluated for internal consistency reliability (.61-.80), 
test-retest reliability (.88-.94), and discriminant validity (Ahn et al., 2003). The SDQ-Kr has 
been used in studies for Korean parents (Hur & Rushton, 2007; Yang et al., 2006).  
 For all scales except the prosocial scale (a positive direction), reverse scoring was 
needed to ensure that all items were weighted in a negative direction for the total difficulties 
score. Each sub-scale could be categorized by normal, borderline, and abnormal bands. For 
example, total difficulties scores could be grouped into normal (0-13), borderline (14-16), 
and abnormal (17-40) bands. Children scored in the abnormal category would be at higher 
risk of experiencing difficulties and, thus, might need psychological counseling (see 
Appendix XXIII). Therefore, higher scores in prosocial scale indicated more prosocial 
behaviors of a typically developing child. Higher scores of total difficulties indicated that a 
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typically developing child had poor peer relationships, and poor psychological well-being, 
along with greater behavioral problems.  
3. Measurement for family factors.   
(a) Family Index of Regenerativity and Adaptation - General (FIRA-G). This 74-item 
self-report measure was developed to test the major dimensions and components of the 
Resiliency Model of Family Stress, Adjustment, and Adaptation in one brief set of 
instruments consisting of the most reliable and valid items drawn from the primary 
instruments (McCubbin et al., 1996). This brief set of measures included one measure that 
assesses family demands (the Family Strains Index), three measures to assess family 
resources (the Relative and Friend Support Index, the Social Support Index, and the Family 
Hardiness Index), and one measure to assess family problem-solving and coping (the Family 
Coping-Coherence). Internal consistency reliabilities of these brief versions were ranged 
from .69 to .82, and validity coefficients indicating correlations with primary instruments 
ranged from .23 to .99. 
The Relative and Friend Support Index, the Social Support Index, the Family 
Hardiness Index, and the Family Coping-Coherence Index were used in a study of Korean 
families caring for a hemodialysis patient and were found to have acceptable internal 
consistency reliabilities, ranging from .71 to .84 for the caregiver group (White et al., 2002). 
Items in the Family Strains measures have dichotomous (e.g., yes or no) responses. These 
items were summed and divided by 10 for average scores. Other items in the rest of FIRA-G 
had 4- or 5-point Likert scales and were summed for total scores. Fifteen items in the Social 
Support Index and Family Hardiness Index were reverse scored to make all items weighted in 
the same direction (see Appendix XXV). Higher scores in the Family Strain Index indicated 
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more conflicts and difficulties in the family. However, higher scores in the Relative and 
Friend Support Index, the Social Support Index, the Family Coping-Coherence, and the 
Family Hardiness Index, respectively, meant that mothers perceived that their families 
received greater support from relative and friends, people in the community, and they had 
better coping skills and greater internal strengths and durability as a family whole.         
(b) Family Management Measure (FaMM). This 53-item, 5-point Likert scale was 
developed to measure parental perceptions of family management for a child with a chronic 
condition/illness (Knafl, 2007). The measure had five subscales for all parents (Child’s Daily 
Life [5 items], Condition Management Ability [12 items], Condition Management Effort [4 
items], Family Life Difficulty [14 items], and View of Condition Impact [10 items]) and one 
subscale for partnered parents (Parental Mutuality [8 items]) which was answered only by 
mothers who had adult partners in their households. Internal consistency and test-retest 
reliabilities of each scale in a study of 579 parents of children aged 3 to 19 years ranged 
from .72 to .90 and from .71 to .94 , respectively. Construct validity was supported by 
significant correlations with related constructs in established measures (e.g., family function 
by the McMaster Family Assessment Device; Knafl et al., 2009).  
A total of 18 negative items from six subscales was reverse scored. In addition, each 
subscale required that at least 70% of the items have valid responses for the scale to be 
computed (see Appendix XXVII). In Child’s Daily Life scale, higher values indicated a more 
normal life for the child despite the condition. Higher values in Condition Management 
Ability scale meant the condition is viewed as more readily manageable. Higher values in 
Condition Management Effort scale meant more effort is expected in managing the condition. 
Higher values in Family Life Difficulty scale indicated more difficulty managing the 
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condition. In the View of Condition Impact scale, higher scores indicated greater concern in 
managing the condition. Finally, higher values in the Parental Mutuality scale indicated more 
shared responsibility and greater satisfaction with how the couple works together to manage 
the condition (Knafl, 2007).       
(c) Family Problem Solving Communication Index (FPSC). This 10-item, 4-point 
Likert scale measure was developed to assess two patterns of family communication style 
(Incendiary Communication and Affirming Communication) in managing family tension and 
strain (McCubbin, et al., 1996). The FPSC internal consistency reliability was .89, and 
overall test-retest reliability was .86. The validity of the FPSC was supported by construct 
and concurrent validity (McCubbin et al., 1996). This measure was used with Korean 
families of children with DS, with a reliable internal consistency of .84 (Choi, 2009).  
The FPSC could be scored to create a total score in a positive or negative direction. 
For this study, three items (1, 5, & 7 items) in Incendiary Communication were reverse 
scored, and all items were summed to create a positive total score (see Appendix XXIX). 
Higher scores indicated more constructive family problem solving communication skills.  
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Table 1.  
Constructs and Measures 
Note. Sibling Need and Involvement Profile (SNIP), Strengths and Difficulties Questionnaire 
Korean version (SDQ-Kr), Family Index of Regenerativity and Adaptation (FIRA-G), Family 
Management Measure (FaMM), and Family Problem Solving Communication Index (FPSC) 
 
 
 
 
 
Constructs Measures (# of items) 
Family characteristics Demographic Information Form 
(1) Sibling: age, gender, birth order  
(2) Child with DS: age, gender, severity of intellectual disability 
(3) Mother: age, education, religion, employment, marital status 
(4) Family: family income, family size 
Sibling adaptation SNIP: Awareness (5) 
SNIP: Feelings (6) 
SNIP: Having Fun (6) 
SNIP: Helping (6) 
SNIP: Advocacy (5) 
SDQ-Kr: Emotional Symptoms (5) 
SDQ-Kr: Conduct Problems (5) 
SDQ-Kr: Hyperactivity (5) 
SDQ-Kr: Peer Relationships (5) 
Total difficulties scores     
SDQ-Kr: Prosocial Behaviors (5) 
Family 
factors  
Family demands FIRA-G: Family Strains Index (10) 
FaMM: Condition Management Effort Scale (4) 
Family appraisal FaMM: Child’s Daily Life Scale (5) 
FaMM: Condition Management Ability Scale (12) 
FaMM: Family Life Difficulty Scale (14) 
FaMM: View of Condition Impact Scale (10) 
FaMM: Parental Mutuality Scale (8) 
Family problem 
solving & coping  
FIRA-G: Family Coping-Coherence (4) 
FPSC: Family Problem Solving Communication Index (10) 
Family resources FIRA-G: Relative and Friend Support Index (8) 
FIRA-G: Social Support Index (17) 
FIRA-G: Family Hardiness Index (20) 
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(3) Open-ended questions. 
In order to explore cultural aspects and social values of having a child with DS in the 
Korean family, the following four open-ended questions were administrated: 
1) How does Korean society treat children with Down syndrome (e.g., policy, 
governmental support)? 
2) How do people in your region treat children with Down syndrome? 
3) From your perspective, what is it like for your typically developing child to have 
a brother or sister with Down syndrome in your family? For example, what are 
the challenges of being a brother or sister with a child with Down syndrome in 
your family? Or what are the joys of being a brother or sister with a child with 
Down syndrome in your family?  
The first two questions helped the PI understand the unique cultural and social values toward 
an individual with DS in Korea at a societal level and a community level. The third question 
with two probing questions helped the PI understand how Korean mothers perceive their 
typically developing child’s experiences living with a sibling with DS in the family. 
Therefore, these three open-ended questions complemented the understanding of cultural and 
social aspects of having a child with DS in Korean families which could not be obtained by 
closed-ended questionnaires. In addition, this helped the PI gain a better understanding of the 
context in which sibling adaptation to children with DS occurs in Korea.  
Data Management 
Data entry. In pre-analysis phase, a “coding scheme” was developed and fully 
documented in a codebook (Polit & Beck, 2004, p. 550). For example, a numeric code was 
pre-assigned for closed-ended questions and missing values; and precise and detailed coding 
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instructions was developed for questions eliciting uncategorized data. The coded data from 
each subject who was assigned a unique ID were entered into EXCEL (version 2007).  
 It was important to undergo a verification process in an effort to ensure the quality of 
the data, and so any errors could be corrected before implementing data analyses. According 
to Polit and Beck (2004), there are three general methods: single data entry with visual 
checking, double data entry, and use of verifying program. Firstly, the entered data can be 
printed and then visually compared with codes on the original source. Secondly, all data can 
be entered twice and then two sets of data can be compared. Thirdly, special verifying 
programs which perform comparisons while data are entered directly can be used. Scott and 
colleagues (2008) reported that double entry was the most accurate compared to single entry 
and single entry with visual checking. In addition, single entry with visual checking appeared 
to have not only poorer accuracy, but also higher standard deviation than the others (Scott, 
Thompson, Wright-Thomas, Xu, Barchard, 2008). Thus, for this study, double entry was 
performed to enhance the accuracy of the data entry process and, in turn, to yield more 
accurate and reliable interpretation and conclusions. The PI and a research assistant 
independently entered the data into two separate EXCEL files. These two files were 
compared for coding differences, and any data entry errors were corrected accordingly.              
Missing data management. Subject non-response in survey studies can be 
problematic with regard to the reduction of sample size (and thus reduced statistical power) 
and introduction of bias (e.g., systematic differences between respondents and non-
respondents; Kessier, Little, & Groves, 1995). Due to these issues, steps needed to be taken 
to reduce subject non-response. There are two approaches for improving response rate and 
reducing non-response bias. One involves effective data collection strategies; the other 
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involves data analysis strategies incorporating non-respondents’ information into the sample 
estimates (Kessier et al., 1995). In this study, several data collection strategies were used to 
reduce the non-response rate. Firstly, a financial incentive (a gift card) of $5 was given to 
participating mothers when they submitted the completed questionnaire (online and hard 
copies). Secondly, reminders were sent through emails or phone-calls to mothers who did not 
complete the online survey or return hard copies at 2 and 3 weeks after distribution.            
 In addition to subject non-response, item non-response should be taken into 
consideration. One popular way to deal with missing item response is to impute the missing 
values. Huisman (2000) introduced the following two primary techniques with regard to 
mean imputation: item mean substitution and person mean substitution. Item mean 
substitution is that the item mean of the observed cases is used to impute the missing values 
of the item while person mean substitution is “the mean scale score over the observed items 
is used to impute missing values of a person” (p. 334). In this study, person mean substitution 
was used to deal with the missing item values, but only when there were at most 30% 
missing item values for a person. Analyses used data for subjects with no missing values for 
the independent and dependent variables of those analyses. For multiple regression analyses, 
the same set of data which did not contain any missing values for all predictors were used to 
compare results.    
Data Analysis 
 The proposed study explored how Korean mothers perceive the adaptation of their 
typically developing children aged 4 to 19 years to a sibling with DS and the family factors 
contributing to sibling adaptation.  
 Given the purpose of the study, specific aims were to 
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1) describe maternal perceptions of family factors and sibling adaptation which was 
examined by siblings’ behavioral problems, psychological well-being (SDQ-Kr with 5 sub-
scales), and sibling relationships (SNIP with 5 sub-scales) in Korean families of children 
with DS; and  
2) examine relationships between family factors (family demands, family appraisal, family 
problem-solving and coping, and family resources) and sibling adaptation; and  
3) determine whether the age, gender, or birth order of the sibling is associated with sibling 
adaptation and the relationships between family factors and sibling adaptation.   
 All analyses were performed with SAS version 9.2 for Windows (SAS Institute Inc. 
Cary, NC). Internal consistency of each measure was computed using Cronbach's alpha 
before conducting analyses using those measures.  
Study Aim 1: descriptive analyses.  
Closed-ended questions. The distribution of continuous variables was assessed using 
histograms and boxplots. Descriptive statistics including means, standard deviations, 
medians, and ranges were calculated for continuous variables. Frequency distributions were 
calculated for categorical variables.  
Maternal perceptions of sibling psychological and behavioral adaptation were 
described. In addition, the total difficulties score given by the sum of four sub-scales on the 
SDQ-Kr (except for prosocial behavior which represents positive aspects rather than 
negative) was calculated. Total difficulties scores as well as each sub-scale were evaluated 
and interpreted within normal, borderline, and abnormal categories suggested by the 
instrument developer (Goodman, 1997). That is, the continuous symptom scores of each sub-
scale can be categorized by normal, borderline, and abnormal cases. The abnormal case 
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indicates the need of a child’s mental health counseling. These scores in this study were 
compared with the data from another study conducted with healthy Korean children without 
chronic illnesses or disabilities, which was available from the study conducted by Ahn and 
colleagues (2003). In order to test the difference between means from two groups, the two-
sample t test (independent groups t test) was conducted with the information of means, 
standard deviations, and number of subjects (Polit, 1996). This could partially explain 
whether or not siblings of children with DS in Korean families were at increased risk of 
experiencing difficulties compared to those without a brother or sister with DS and, thus, 
need psychiatric care. 
Moreover, maternal perceptions of sibling relationships with a brother or sister with 
DS were described by descriptive statistics of the SNIP. The descriptive data of the SNIP 
explained sibling relationships in the following areas: having fun, feeling, advocacy, 
awareness, and helping. The findings from this study were compared with those from the 
study conducted with siblings living with a child with DS in the United States, which was 
available from the unpublished study of Van Riper (2000b). The same procedure using the 
two-sample t test was conducted to explore the similarities and differences between siblings 
in Korea and in the United States. Findings could help to highlight the cultural aspects on the 
different sibling experiences.     
Open-ended questions: content analysis. The descriptive qualitative data from four 
open-ended questions were analyzed by content analysis. Hsieh and Shannon (2005) defined 
content analysis as “a method for the subjective interpretation of the content of text data 
through the systematic classification process of coding and identifying themes or patterns” (p. 
1278).   
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All answers were translated into English. The PI read and re-read each transcript and 
identified keywords. Based on these keywords, the PI developed categories (codes) that best 
described the phenomenon. All data were categorized and some categories were combined or 
divided into sub-categories. The maternal perceptions of their typically developing child’s 
adaptation and Korean cultural and social values toward a child with DS at a societal level 
and community level were described with identified categories in relation to sibling 
adaptation.      
Study Aim 2: Regression.  
(1) Model assumptions in regression. As part of conducting regression analyses, it 
was required to evaluate whether or not the underlying assumptions for regression models 
were met in the study. It involved assessments of normality, linearity, homogenous/constant 
variance (also known as homoscedasticity), and symmetry/outliers with regard to analysis of 
raw data and residuals. The residuals refer to the differences between observed and predicted 
dependent scores (Tabachnick & Fidell, 2007, p. 125). Normality can be tested based on the 
normal plot with studentized residuals (y-axis) and normal scores (x-axis) and expected to be 
close to linear. Linearity was inspected with the scatter plot of the raw data for a linear trend. 
The studentized residual plot was used to assess symmetry/outliers within +3 and -3 with no 
extreme outliers as well as constant variance. These assumptions were evaluated using SAS. 
All these assumptions were fulfilled and thus further screening tests were not needed.  
(2) Multicollinearity. Multicollinearity, the presence of a substantial correlation(s) 
between two or more predictor variables (e.g., nearly redundant variables), should be taken 
into consideration in performing multiple regression analyses (Morrow-Howell, 1994). 
Concerns stemming from including highly correlated predictors (e.g., a correlation of .90 and 
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above; Tabachnick & Fidell, 2007, p. 88) in the same model are “inflated standard error” and 
“reduced magnitude” of the parameter estimates, which provides unstable or wrong 
estimations (Morrow-Howell, 1994, p. 247). Multicollinearity was detected by assessing 
tolerance (1-R2) where higher tolerance means less correlation (Polit, 2010). In this study, if 
there were highly intercorrelated predictor variables with tolerances below .10, which is 
considered as serious, they would have been removed in the regression model to avoid 
multicollinearity problems (Katz, 1999; Polit, 2010).    
(3) Correlation and multiple regression analyses. To examine the relationships 
between family factors and sibling adaptation, primarily correlation analyses and multiple 
regressions were performed. Pearson correlation coefficients were calculated so that the 
magnitude and direction of linear relationships between variables could be examined (Polit, 
1996). Firstly, bivariate correlations were calculated to examine the relationship between 
each independent family variable and each sibling adaptation outcome variable. For example, 
each variable out of five sub-scales in family appraisal was examined with regard to one of 
the sibling adaptation outcome variable. The same procedures were conducted on the rest of 
the family variables and each sibling adaptation outcome variable. The significant 
independent variables found from bivariate correlation analyses were entered to examine 
multivariate correlation analyses and, in turn, multiple regressions.  
Various multiple regression procedures were used. That is, in simultaneous multiple 
regression where all predictors were entered into the equation at once, R2 was calculated to 
explain what percentage of variation of sibling adaptation indicator was explained by a 
regression equation and each family factor variable. The extent to which each family factor 
variable added to the estimation of sibling adaptation already accomplished by other family 
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factors was examined by semi-partial correlation. In addition, in order to find the best 
predictor and equation for understanding and predicting sibling adaptation, variable selection 
methods including forward selection, stepwise selection, and backward elimination methods 
were used (Polit, 1996; Tabachnick & Fidell, 2007). Multiple family independent variables 
containing significant relationships with sibling adaptation outcome variable were included 
in the variable selection procedures. These analytic procedures (e.g., bivariate correlation, 
multiple regression) were used to examine each of the predictor domains separately as well 
as all predictors together.  
Study Aim 3: Moderator or covariate.  
The influence of age, gender, and birth order of the sibling on sibling adaptation as a 
covariate for the relationships between family factors and sibling adaptation were evaluated 
using multiple regressions. The age, gender, and birth order of the sibling can also be 
potential moderators based on the findings from previous sibling studies. Moderation was 
addressed by adding in the interaction term between a family factor and a sibling 
characteristic (e.g., age, birth order) to the model for sibling adaptation in terms of that 
family factor and the sibling characteristic as a covariate. Moderation occurs when the 
interaction term is significant or when there is a significant change in R2 for the model with 
the interaction term compared to the model with only a covariate effect for the sibling 
characteristic.  
The continuous moderators were addressed first. Thus, the age and birth order of the 
sibling were recorded as continuous variables. However, the age and birth order of the sibling 
were also categorized as gender of the sibling already is, into several groups when using 
categorical moderators was appropriate, for example: 4-7 years of age (preschool), 8-13 years 
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of age (elementary school), 14-16 years of age (middle school), and 17-19 years of age (high 
school). In the same way, siblings’ birth order was grouped, as follows, for example: first-
born, second-born, or others. These categorical moderators were managed with dummy 
variable coding with 1s and 0s. Thus, the effect of age, gender, and birth order of the sibling 
was examined in relation with family factors and sibling adaptation.  
     
 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
CHAPTER IV 
RESULTS 
 
 Of the 150 mothers who expressed interest in participating in this study, 143 chose to 
participate by completing a hard copy of the survey and 7 chose to participate by completing 
the online version. One hundred eleven mothers mailed the completed survey back to the PI 
and 7 initiated the online survey; resulting in a response rate of 78.7%. However, the surveys 
from 8 of the mothers who completed the hard copy version included too many missing 
values and only 2 of the 7 mothers who initiated the online survey actually completed the 
survey. Thus, these 13 incomplete cases were excluded from the data analyses.           
Preparation for Data Analysis 
 Data from closed-ended questionnaires were entered into EXCEL (version 2007). 
Data cleaning was conducted before data analysis. All data were reviewed using SAS for 
accuracy of data entry, missing values, and fit between their distributions and the 
assumptions in regression which was the main analysis method. Descriptive statistics were 
computed to assess the accuracy of each variable in the data file. At each step of the review 
process, all miscoded data were corrected. Missing values existed for both continuous 
variables and categorical variables. For the missing values of continuous variables, 
imputation processes using the PMS procedure, which imputes missing values of a person by 
calculating the mean scale score over the observed items of the person (Huisman, 2000), 
were conducted only when there were at most 30% missing item values for a person. A
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subset of data consisting of mothers with no missing values for all predictor variables were 
used for multiple regression analyses. However, the number of mothers for individual 
analyses varied depending on the sibling outcome variables since they could have missing 
values as well.  
 Internal consistency reliabilities of measures used in this study were evaluated by 
calculating Cronbach’s alpha (α) coefficients (Table 2). Typically a Cronbach’s alpha 
coefficient of at least .70 is considered as acceptable. However, a decision was made that 
scales with a Cronbach’s alpha coefficient at least .60 were satisfactory for use in analyses. 
For measures assessing sibling adaptation, the SNIP showed satisfactory Cronbach’s alpha 
coefficients ranging from .61 to .85; however, poor Cronbach’s alpha coefficients were 
reported from 3 of 4 subscales of SDQ-Kr including emotional symptoms, conduct problems, 
and peer relationships. For further analyses, only prosocial behaviors and total difficulties 
were used. While the hyperactivity subscale of the total difficulties scale had a Cronbach’s 
alpha coefficient of .62, all of the other subscales had much smaller Cronbach’s alpha 
coefficients so it was decided to use just the score for the total scale rather than any of the 
subscale scores.  
 Regarding measures examining family factors, the FaMM showed satisfactory 
Cronbach’s alpha coefficients or better for 5 subscales ranging from .63 to .90. The only 
subscale with a Cronbach’s alpha coefficient below .60 was the view of condition impact 
subscale. Thus, the view of condition impact subscale was not used for further analyses. As 
far as the FIRA-G subscales, all of the subscales had acceptable Cronbach’s alpha 
coefficients (ranging from .82 to .88), except the family coping-coherence subscale with 
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Cronbach's alpha below .60. Therefore, values from this subscale were not used for any data 
analysis. The internal consistency reliability of the FPSC (.85) was acceptable.  
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Table 2. 
Internal Consistency Reliability of Scales  
Scale Cronbach’s alpha  
 
Sibling adaptation variable   
SNIP  
     Awareness .81 
     Feelings .75 
     Having fun .85 
     Helping .61 
     Advocacy 
 
.83 
SDQ-Kr  
     Prosocial behaviors .75 
     Hyperactivity .62 
     Emotional symptom .42 
     Conduct problem .40 
     Peer problem .47 
     Total difficulties  
 
.70 
Family variables  
FaMM  
     Child’s daily life .63 
     Condition management ability  .78 
     Condition management effort .67 
     Family life difficulty .90 
     Parental mutuality .85 
     View of condition impact 
 
.33 
FIRA-G  
     Family strains index .83 
     Relative and friend support index .82 
     Social support index .84 
     Family hardiness index .88 
     Family coping-coherence 
 
.44 
Family problem solving communication  .85 
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Sample Characteristics  
Characteristics of mothers and the family. The mean age of participating mothers 
was 42.93 years ranging from 28 to 55 years (Table 3). The majority of them were partnered: 
95.19% were married and 1.92% lived with their partner. Over 60% of mothers reported a 
religious preference; about 30% of them were Protestants followed by Buddhists (26.47%). 
About 96% of mothers had completed formal education at a high school level or greater. 
About one third (31.73%) of mothers had employment outside of their home. Since Korean 
mothers can be sensitive to questions about exact amounts of family incomes, they were only 
asked to rate family income as high, middle-high, middle, middle-low, and low. Over 80% of 
mothers rated their current family income as middle (55.34%) and middle-low (25.24%) 
whereas only 10 mothers rated their current household income as middle-high (7.77%) or 
high (1.94%). The majority (73.08%) of them had two children in the family. Four families 
included a set of twins consisting of one typically developing child and one child with DS.    
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Table 3. 
Characteristics of Mothers and the Family 
Characteristics M SD Min – Max 
Age of mother 42.93 4.57 28 – 55 (year) 
    
 n %  
Marital Status (N = 104)    
     Married 99 95.19  
     Partnered/Living together  2 1.92  
     Widowed 0 0  
     Divorced 
 
3 2.88  
Religion (N = 102)    
     Protestant  30 29.41  
     Catholic 12 11.76  
     Buddhism  27 26.47  
     None 
 
32 31.37  
Highest level of education (N = 103)     
     Graduate 2 1.94  
     Undergraduate 39 37.86  
     High school  58 56.31  
     Middle school  3 2.91  
     Elementary school  
 
1 0.97  
Employed (N = 104)    
     Yes 33 31.73  
     No 
 
71 68.27  
Current family income (N = 103)    
     High 2 1.94  
     Middle-high 8 7.77  
     Middle  57 55.34  
     Middle-low 26 25.24  
     Low 
 
10 9.71  
Number of children in family (N = 104)     
     Two 76 73.08  
     Three 24 23.08  
     Four 4 3.85  
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Characteristics of children with DS. The ages of children with DS ranged from 1 to 
21 years; the mean age of children with DS was 12.88 years (Table 4). The number of male 
children with DS (55.24%) was slightly greater than that of female children with DS 
(44.76%). About half (50.48%) of the children with DS were first born.  
In Korea, intellectual disabilities are often classified into the following three 
categories: 1st degree (mild intellectual disability referring to an IQ of 50 to approximately 
70), 2nd degree (moderate intellectual disability referring to an IQ ranging from 35 to 49), and 
3rd degree (severe intellectual disability referring to an IQ at or below 34; Korea Ministry of 
Health, Welfare and Family Affairs, 2009). Data concerning the category of intellectual 
disability was available for all but two children with DS. Forty one children with DS 
(39.05%) were assessed to have a 1st degree intellectual disability; forty (38.10%) had a 2nd 
degree intellectual disability.  
 The majority (97.14%) of mothers reported that they first became aware of their 
child’s diagnosis of DS after he or she was born. On the other hand, only 3 mothers (2.86%) 
reported that they knew their child had DS before birth.    
  
Characteristics of typically developing siblings. The mean age of targeted typically 
developing children was 12.39 years ranging from 4 to 19 years (Table 5). Among these 
children, 52.38% were male and 47.62% were female. About one third (31.43%) of typically 
developing children were first-born whereas more than 60% of them were second-born. As 
far as their position in relation to the child with DS, about 56% of typically developing 
siblings were younger than their brother or sister with DS.    
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Table 4. 
Characteristics of Children with DS 
Characteristics (N = 105) M SD Min – Max 
 
Age of child with DS 12.88 4.12 1 – 21 (year) 
    
 n %  
Gender     
     Male 58 55.24  
     Female  
 
47 44.76  
Position in family     
     First 53 50.48  
     Second  39 37.14  
     Third 
 
13 12.38  
Diagnosis of disability:  
Severity of Intellectual Disability (ID) 
   
     ID – 1st degree 41 39.05  
     ID – 2nd degree 40 38.10  
     ID – 3rd degree 22 20.95  
     Did not receive  2 1.90  
     Do not know 
 
0 0  
Child’s diagnosis of DS    
     Before child was born 3 2.86  
     After child was born  102 97.14  
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Table 5. 
Characteristics of Typically Developing Siblings 
Characteristics (N = 105) M SD Min – Max 
 
Age of sibling  12.39 4.28 4 – 19 
    
 n %  
Gender    
     Male 50 52.38  
     Female  
 
55 47.62  
Position in family     
     First 33 31.43  
     Second  64 60.95  
     Third 6 5.71  
     Fourth  
 
2 1.90  
Position in relation to child with DS    
     Older 42 40.00  
     Twin  4 3.81  
     Younger 59 56.19  
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Study Aim 1 
Question 1) How do Korean mothers perceive the adaptation of their typically developing 
children aged 4 to 19 years to living with a sibling with DS? 
Results from the quantitative data. Mean scores on the prosocial scale (6.68) and 
the total difficulties scale (8.81) of the SDQ-Kr (Goodman, 1997) fell within the normal 
range according to the guidelines provided by the developers of the SDQ-Kr. These values 
were compared to the reference study conducted by Ahn and colleagues (2005) with 98 
nonclinical Korean children who were considered to be healthy (Table 6). Confidence 
intervals on differences in means calculated from these two data sets using number of 
participants, means, and standard deviations indicated that the mean differences were 
minimal and the differences between these two groups were not statistically significant.    
The mean values for the subscales of the SNIP measure were compared to the mean 
values reported in the reference study, a study about sibling adaptation conducted in the 
United States by Van Riper (2000b; Table 7). In the study by Van Riper, data were obtained 
from mothers of children with DS concerning their typically developing children (N= 59). 
The mean differences based on confidence intervals were statistically significant with mean 
values of sibling relationships with regard to awareness, feelings, having fun, helping, and 
advocacy in Korean families of children with DS from the current study significantly higher 
than those of families of children with DS in the United States. Lower scores on the SNIP 
subscales reflect areas of strength, while higher scores reflect areas of concern.  
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Table 6. 
Comparison of SDQ-Kr to the Reference Study  
 
 
Variables 
Current Study (1) Reference (2) 
(Ahn et al., 2005) 
 
 
N M (SD) N M (SD) 95% CI  
Prosocial behavior 105 6.68 (2.29) 98 7.1 (1.81) [-.97, .13] 
Total difficulties 105 8.81 (4.13) 98 8.99 (3.44) [-1.22, .86] 
Note. CI = confidence interval; 95% CI: confidence intervals on differences in means [(1) – 
(2)]. 
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Table 7. 
Comparison of SNIP to the Reference Study  
 
 
 
Variables 
Current study (1) Reference (2) 
(Van Riper, 2000) 
 
 
N M (SD) N M (SD) 95% CI 
Awareness 103 12.86 (3.61) 59 9.58 (4.78) [1.87,  4.69] 
Feelings 104 16.57 (3.79) 58  13.83 (4.73) [1.31, 4.17] 
Having fun 105 15.48 (4.41) 58 10.97 (4.31) [3.12, 5.90] 
Helping 104 15.03 (2.90) 59 12.76 (3.74) [1.15, 3.39] 
Advocacy 104 13.89 (3.54) 58 9.54 (3.79)  [3.15, 5.55] 
Note. CI = confidence interval; 95% CI: confidence intervals on differences in means [(1) – 
(2)]. 
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Themes from the qualitative data. Seventy four mothers responded to the open-
ended question, “From your perspective, what is it like for your typically developing child to 
have a brother or sister with Down syndrome in your family?” Of these, 42 mothers 
described their typically developing children as being well-adapted to life with a brother or 
sister with DS. Adaptation was often expressed in terms of relationships or experiences 
within the family context: “He accepts his brother with DS as a member of this family”; “It is 
just part of everyday life in my family.” A slightly greater number of mothers (n=47) also 
reported that their typically developing children had found the experience of living with a 
child with DS to be difficult at times. These difficulties were often related to how having a 
sibling with DS affected the typically developing child’s friendships as well as unhealthy 
feelings. Twenty four of the mothers who responded to the question reported both 
circumstances describing that although their typically developing child seemed to be well-
adapted, they found difficulties as well.    
The responses to probes asking specifically about challenges and joys associated with 
having a sibling with DS fit well into categories similar to the outcome variables used in this 
study: (1) prosocial behaviors, (2) difficulties, (3) feelings, (4) awareness, (5) having fun, (6) 
helping, and (7) advocacy. Therefore, a decision was made to group them according to the 
seven outcome variables. 
(1) Prosocial behaviors. In terms of prosocial behaviors, six mothers reported that 
their typically developing children had or was learning prosocial behaviors from living with a 
brother or sister with DS. Some of the prosocial behaviors mentioned by mothers included 
being considerate and kind to others, being more independent, and helping others voluntarily. 
One mother reported that “Compared to their peers, my typically developing child is 
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considerate to others. He helps others first without asking” (subject 60). Another mother said 
“I see that he is growing well with deep consideration to others” (subject 104). Moreover, 
one mother noted “It is important to be a family and have opportunities to learn how to help 
poor people by living together” (subject 26). Another mother reported her thoughts about 
learning opportunities from living with a sibling with DS: 
I believe it is very much helpful for a typically developing child to live with a child 
with disability in terms of improving cognition and attitude in life. In addition, the 
child without disability can understand what disability means and learn how to help 
people with difficulties (subject 6) 
 
However, in contrast to the mothers above, two mothers who thought living with a child with 
DS might interfere with the ability of their typically developing child to develop prosocial 
behaviors. One of these mothers said: 
I think he rarely learns something from his older brother with DS and so he may be 
developmentally slower than other typically developing child. I am concerned 
because he may be less confident and timid (subject 28)       
 
(2) Difficulties. As noted previously, eight mothers reported that their typically 
developing children were having difficulty adapting to life with a sibling with DS. In 
particular, a few mothers expressed concerns about emotional symptoms and peer problems 
experienced by their typically developing children. The most common concern that was 
reported by the half of these mothers was that their typically developing child was having 
difficulty making a friend. One mother reported, “The relationship with his friends isn’t good. 
It takes a lot of time to make a friend. I don’t think there is a friend he can rely on” (subject 
60). Another mother said, “He may have difficulties getting along with his friend; but he 
doesn’t express it” (subject 62). One mother offered an explanation for why her typically 
developing child was having difficulty making friends:  
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Because he has a sibling with disability, he doesn’t spend much time outside. He has 
to give up things such as family picnics, social gatherings, cultural activities, and 
family tours, etc… (subject 60) 
 
  (3) Feelings. Forty six mothers described the positive and/or negative feelings 
expressed by their typically developing child toward or about their brother or sister with DS. 
Their feelings included love, affection, compassion, happiness, understanding, patience, 
consideration and sensitivity as well as pity, worry, sorrow, embarrassment, shame, envy, 
loneliness, concern, stress, jealousy, anger, dissatisfaction, discomfort, and annoyance. In 
particular, the negative feelings were typically the result of unwanted attention from others 
due to negative behaviors exhibited by the sibling with DS and the characteristics of their 
sibling with DS (e.g., stubbornness).  
Some mothers noted that their typically developing child understood that children 
with DS require extra time and attention from their parents, whereas others reported their 
typically developing child had expressed feelings of loneliness and jealousy due to the 
amount of time and attention devoted to the child with DS. For example, one mother wrote, 
“He easily gets jealous when we take care of his brother with DS more often than him. 
Sometimes he seems to be extremely angry because of this” (subject 30). Another mother 
noted her typically developing son seemed to be “dissatisfied with the fact that he has to 
make concessions all the time” (subject 31). Other mothers speculated that their typically 
developing children might be feeling jealous or left out. For example, one mother wrote, “I 
think my typically developing child is likely to feel all our attention is paid to his sibling with 
DS” (subject 22), and another wrote “In the family, everything is arranged for the child with 
DS. Because of this, he may feel that he is an outsider in the family” (subject 53).  
 78 
 
Eight mothers reported that their typically developing child had expressed both 
positive and negative feelings toward or about their brother or sister with DS. According to 
one mother:  
The typically developing child is inactive and has fear about playing in public while 
his brother with DS is good at dancing and has many occasions to play in public. He 
is actually proud of him and envies him. However, he seems a bit different and 
conscious about his sibling with DS when he brings his friends to home (subject 40)       
  
(4) Awareness. Twenty mothers addressed whether their typically developing child 
had been informed about their brother or sister’s diagnosis of DS and how well they 
understood their sibling’s disability. As one mother reported below, mothers’ descriptions 
about extent to which their typically developing child was aware of their sibling’s DS were 
often related to the age of their child with typical development.  
He is now eight years old and so he seems not to know the exact fact that his brother 
has DS. Because we explain and so I think he now knows that his brother needs to go 
to hospital consistently for therapies. However, I don’t think he knows that is because 
of his DS (subject 27)     
 
About one third of the mothers often thought their typically developing child would 
not be aware of the child’s DS because of their young age. However, the majority of the 
mothers reported that their typically developing children were old enough to recognize the 
differences (e.g., unique facial appearance, things that the sibling with DS does not do well), 
and understood or accepted their sibling’s special needs and attentions. One mother said that 
“My typically developing child is too young to recognize and accept his sister’s disability” 
(subject 47). Another mother said that “In the beginning, he had hard time to understand his 
brother’s disability. However, as he grows up, he seems to think that disability isn’t bad but 
discomfort” (subject 42). Yet, one mother expressed her concern about her child’s difficulties 
understanding the sibling’s disability at a particular developmental stage:  
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I do not have any difficulties yet because my typically developing child is young. I 
am worried about whether he can understand his sibling’s disability and be willing to 
help him even when he experiences puberty (subject 68) 
 
(5) Having fun. A fun relationship was one of the most favorable relationships that 
mothers described using the words such as “interaction” and “communication.” Twenty five 
mothers commented on whether their typically developing child enjoyed playing and 
spending time with their brother or sister with DS. Most mothers (n=16) reported that their 
child with typical development liked playing with his or her sibling with DS. One mother 
said that “He laughs a lot because of his brother with DS” (subject 102) and another mother 
said that “They play well and then they fight like any siblings in normal families do. It is just 
the same…” (subject 105).  
In contrast, nine mothers reported that their typically developing child found it 
difficult or frustrating to play with his or her sibling with DS. These negative interactions 
often resulted from difficulties communicating or the inability of the child with DS to play 
certain games. For example, one mother wrote, “The child with DS doesn’t understand the 
rules of games when playing with his brother. He cannot be available when he wants to share 
serious talk… Thus, there are more times that he plays with his friends rather than his sibling 
with DS” (subject 68). A second mother noted, “There are only limited games that both 
children can play together… now the typically developing brother plays with friends in the 
kindergarten, he is losing interest in playing with his sibling with DS at home” (subject13).  
(6) Helping. In terms of helping, 24 mothers reported that their typically developing 
child had assumed or been given the role of caregiver or teacher for the child with DS. The 
majority of these mothers (n=19) who mentioned helping indicated that their typically 
developing child helped with the child with DS “whenever needed” or on “any occasion.” 
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One mother wrote, “When parents cannot be available my typically developing child needs to 
take care of his sibling with DS. He does well even if it must be annoying and hard for him” 
(subject 62). A second mother said, “He tends to teach his sister with DS although she is 
older than him” (subject 20). Another mother noted, “He often acts like a parent although 
their age difference is only one year” (subject 45). A fourth mother gave specific examples of 
how her typically developing children help their sibling with DS. According to this mother, 
“They help him have food on the table and hold hands when going out” (subject 4). 
Moreover, one mother described the willingness of her child with typical development to 
take care of her sister with DS even in her adulthood: “She often says that she will take care 
of her sister even after she gets married” (subject 71).    
Some mothers (n=5) recognized that helping with a sibling with DS might be 
burdensome or concerning to their typically developing child. Concerns about future care of 
the child with DS were noted by three of these mothers. One mother wrote, “I think they also 
have concerns that they may have to look after their brother in the future” (subject 7). A 
second mother mentioned a similar concern, “I think my typically developing child seems to 
feel nervous due to the thought that he has to take care of his sibling with DS when we are 
absent” (subject 70).   
(7) Advocacy. As far as advocating for the child with DS, a few mothers (n=4) gave 
specific examples of how their typically developing child stood up for or “protected” the 
child with DS by actively responding to the hurtful attention or inappropriate behavior 
directed toward the child with DS. One mother noted, “Sometimes, when other friends make 
fun of his brother, he gets mad at them and argues with them as well” (subject 1). Another 
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mother said, “When his friends or other people around him think that his sibling with DS is 
weird, he tells them those who think my brother is weird seem to be disabled” (subject 42). 
Two mothers below noted that in certain situations it may be difficult for the typically 
developing child to advocate for their sibling with DS. One mother wrote, “When people 
make fun of him, they cry and try to protect him” (subject 4). A second mother said:  
…he is sometimes confused about the situation where others make fun of or ignore 
his brother at school. I think it is hard to advocate his brother all the time although he 
wants to protect his brother… (subject 18)  
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Question 2) How do Korean mothers perceive family factors of family demands, family 
appraisal, family problem-solving and coping, and family resources? 
 In terms of family appraisal (Table 8), over 80% of mothers in this study reported that 
they currently view their situation (i.e., having a child with DS in their family) as either “just 
something to accept (63.46%)” or “a challenge to be overcome (22.12%)” while only about 
13% reported that they view it as “a blessing in disguise”. However, when they first learned 
of their child’s diagnosis of DS, about 30% of mothers reported that they viewed having a 
child with DS in the family as “a tragedy” and the same number of mothers reported that they 
thought that it was “the worst thing that could have happened (30.48%)”. 
 When mothers were asked to respond to how their spouse currently thinks about the 
fact that they have a child with DS (Table 8), the majority of mothers reported that their 
spouse thinks of it is “just something to accept (63.46%)” or “a challenge to be overcome 
(19.23%)”. When they thought back to the time their spouse first learned of their child’s 
diagnosis of DS, mothers recalled that their spouses were slightly more positive about the 
situation compared to them reporting almost half of the fathers thought that it was “just 
something to accept (42.31%)”, “a challenge to be overcome (7.69)”, and “a blessing in 
disguise (0.96%)”.       
 The mean values of family predictor variables were as follows (Table 9): 12.13 for 
family strains, 12.03 for condition management effort, 14.41 for child’s daily life, 38.96 for 
condition management ability, 40.54 for family life difficulty, 27.45 for parental mutuality, 
18.57 for family problem solving communication, 23.20 for relative and friend support, 
42.16 for social support, and 38.37 for family hardiness.   
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Table 8. 
Maternal Perceptions of Current and Past View of Child’s Diagnosis of DS 
Views n % 
 
Mothers’ current view (N = 104)   
     A blessing in disguise 13 12.50 
     A challenge to be overcome 23 22.12 
     Just something to accept 66 63.46 
     A tragedy 1 0.96 
     The worst thing that could have happened 0 0 
     Others 
 
1 0.96 
Mothers’ past view (N = 105)   
     A blessing in disguise 1 0.96 
     A challenge to be overcome 5 4.76 
     Just something to accept 29 27.62 
     A tragedy 32 30.48 
     The worst thing that could have happened 32 30.48 
     Others 
 
6 5.71 
Fathers’ current view (N = 104)   
     A blessing in disguise 8 7.69 
     A challenge to be overcome 20 19.23 
     Just something to accept 66 63.46 
     A tragedy 4 3.85 
     The worst thing that could have happened 3 2.88 
     Others 
 
3 2.88 
Fathers’ past view (N = 104)   
     A blessing in disguise 1 0.96 
     A challenge to be overcome 8 7.69 
     Just something to accept 44 42.31 
     A tragedy 24 23.08 
     The worst thing that could have happened 24 23.08 
     Others 3 2.88 
 
 
 
 
 
 84 
 
Table 9. 
Descriptive Statistics of Sibling Adaptation and Family Factors  
Variables N M SD Min – Max 
 
Sibling adaptation      
     Prosocial behavior 105 6.68 2.29 1 – 10 
     Total difficulties 105 8.81 4.13 1 – 22 
     Awareness 103 12.86 3.61 5 – 25 
     Feelings 104 16.57 3.79 6 – 27 
     Having fun 105 15.48 4.41 6 – 27 
     Helping  104 15.03 2.90 6 – 20 
     Advocacy  
 
104 13.89 3.54 5 – 21 
Family demands     
     Family Strains 102 12.13 11.73 0 – 41.8 
     Condition management effort  
 
105 12.03 2.81 4 – 19 
Family appraisal     
     Child’s daily life 105 14.41 3.22 6 – 21 
     Condition management ability 105 38.96 6.00 25 – 58 
     Family life difficulty 105 40.54 9.00 16 – 59 
     Parental mutuality 
 
102 27.45 5.12 13 – 40 
Family problem solving & coping     
     Family problem solving communication 
 
105 18.57 4.12 7 – 29 
Family resources     
     Relative and friend support 102 23.20 5.07 11 – 38 
     Social support 105 42.16 7.42 25 – 68 
     Family hardiness  105 38.37 7.67 17 – 57 
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Question 3) How do Korean mothers perceive the responses of others to their child with DS 
and their family as a whole?  
 Seventy seven mothers responded to the open-ended question, “How does Korean 
society treat children with Down syndrome?” and 81 mothers responded to the open-ended 
question, “How do people in your region treat children with Down syndrome.” Of these, the 
majority indicated that responses to children with DS are generally negative at both the 
societal and community level in Korea. However, four mothers did report having positive 
experiences at both levels. Four themes were derived from answers to the question about 
societal responses to children with DS: (1) lack of awareness, (2) indifference, (3) lack of 
support and resources, and (4) unfair distribution of resources. As far as responses at the 
community or regional level, three themes were identified: (1) awareness and attitude, (2) 
attention, and (3) indifference.  
Responses at the societal level. The majority of the mothers who responded to the 
question about societal responses indicated that societal treatment of children with DS in 
Korea was negative while only seven mothers described societal treatment as positive. 
Thirteen mothers reported on areas where more attention needs to be paid, as well as areas 
where great improvements have already been made. These mothers who reported improved 
responses typically included a description of how current awareness, attitudes, policies and 
services compare to those from decades ago.  
(1) Lack of awareness. Only two mothers indicated that people in Korea have 
become more aware of DS and children with DS through mass media (e.g., TV shows, 
newspapers), while 16 mothers reported on not only the lack of understanding about DS and 
children with DS, but prejudice toward children with DS as well. For example, while one 
 86 
 
mother noted “I think people are generous because there is a lot of information about DS and 
they often see people with disabilities” (subject 19), another mother said “people seem to 
have strong judgment. It is very difficult to live with a child with disability in Korean society” 
(subject 95).  
(2) Indifference. Sixteen mothers in this study reported the Korean government or 
society “does not care about children with DS.” Seven mothers felt that caring for a child 
with DS was mainly considered an individual or family matter (meaning that the family of a 
child with DS was responsible for all extra care-related responsibilities) rather than a societal 
or national issue. One mother wrote, “Although it gets better, there is still a sense that the 
family has to solely take care of a child with disability in Korea” (subject 78), and another 
mother noted “There is nothing the society can do for us. It is all about an individual’s 
unhappiness and their parents are burdened” (subject 100). 
(3) Lack of support and resources. A number of mothers (n=39) described a lack of 
support and resources in the following areas: educational, medical, financial, and vocational. 
For most, the area of greatest concern was education. Eleven of the mothers indicated there 
was a need for improved services particularly in the area of education (e.g., schools for their 
child with DS). One mother shared her negative experience about current educational support: 
There are many middle and high schools that don’t have special classes. The office of 
education encourages us to attend places where there are special classes. I think that 
is because they couldn’t afford to open new classes in those places. And the 
governmental support isn’t enough… (subject 47)  
 
These mothers also described the need for more consistent and ongoing approach to the 
education of children with DS. For example, one mother said “If children with DS can get 
appropriately educated, then that can help them afford school-life and social-life. I hope there 
are more governmental assistances for education” (subject 60). 
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 Mothers also reported their perspectives about areas lacking support and resources. In 
particular, one mother reported on her hope for financial assistance:  
…while people with intellectual disabilities can do nothing independently. They can 
do things that we tell them to do with directions. Thus, the parents have to be with 
them and take care for them all the time. It isn’t easy for parents who aren’t wealthy 
to care for them and take them to hospitals. How can both parents work under these 
situations? I hope there are more aids for us (subject 79) 
 
Another mother wrote about the need of medical support: 
Children with DS have a poor immune system and so they are vulnerable to many 
respiratory diseases. Also, they need a regular examination of eyes and ears. These 
require frequent clinic visits. However, the policy is limited to certain things and 
doesn’t provide… (subject 26) 
 
A few mothers described the lack of support and resources compared to other disabilities 
such as autism, physical disabilities, or acquired disabilities. One mother noted “… a group 
of people with DS is small compared to those with other disabilities. I think particularly we 
are more isolated than people with autism or other intellectual disabilities” (subject 28). A 
second mother said, “The governmental support for people with intellectual disabilities isn’t 
good compared to the support for people with a physical disability” (subject 36).    
(4) Unfair distribution of resources. In addition to discussing the fact that there were 
limited resources for children with DS and their families, eight mothers also believed there 
was an unfair or ineffective distribution of the resources that did exist. These mothers 
insisted that resources should be given equally to all families caring for a child with DS, 
rather than just to those who qualify based on the family’s household income or the disabled 
child’s level of intellectual disability. One mother wrote, “The current policy considers the 
level of family income rather than considering each child with disability and supporting 
financially. The opportunities to have education and therapy cannot be evenly distributed” 
(subject 35). A second mother said:  
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The level of intellectual disability has been divided by 3 groups, which is one to three. 
However, I don’t think that is meaningful at all. Because people with disabilities 
cannot be independent at all regardless of their intellectual levels, but the benefits are 
different depending on what level the person is in. In addition, the level of intellectual 
disability can be differently assigned by which doctor you were asking for. Thus, 
there needs to be objective methods in doing this (subject 70)  
 
Responses at the community level. Only about one sixth of the mothers were very 
pleased with the way people in their community treat their child with DS; however, almost 
half of the mothers who responded to the question reported experiencing some negative 
responses such as unfriendly attention or indifference.  
(1) Awareness and attitude. Fifty eight out of 81 mothers reported on the various 
levels of awareness of DS and children with DS from people around their families and 
people’s attitudes toward their child with DS and their families. These mothers said that 
people in their community seemed to think of their child with DS as a child who was 
“different” from children with typical development or who was “slow”, “poor”, “weird”, or 
needed “help.” In contrast, a few mothers reported that people in their neighborhood 
accepted their child with DS and treated him or her like any other child in the community. In 
particular, one mother reported on how attitudes and responses may change as people 
become more aware of what DS is and possible challenges associated with living with DS.  
People seem to think that our child is special, but at the same time they also seem 
scared. When they first think about our child with DS, I think they tend to create a 
boundary because of my child’s unfamiliar behaviors and inarticulate speaking. 
However, once they come to know my child, they think my child is special and have 
compassion for him. I think half of them to consider him as a member of this 
community while half seem to think he is special (subject 13)  
 
The understanding about DS and attitudes toward children with DS also seemed to vary 
depending on whether people in their community were children or adults, whether they dealt 
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with younger children with DS or older children with DS, and whether they lived in the city 
or rural area. For example, one mother reported:  
I didn’t know there were other children with DS in my community until my child was 
born. I saw two elementary school students playing with a child with DS. But the 
parents of those children seemed to ask differently from the two children. They called 
him “idiot” and got angry at them for advocating for him. Based on this, I think the 
eyes’ of people in my neighborhood aren’t kind… (subject 27) 
 
Another mother said “Children in the community make fun of my child with DS. They call 
him “dullard” and don’t play with him” (subject 57). A third mother noted “People in my 
neighborhood seem to be nice to younger children with DS; however, I feel like they seem 
closed to older ones” (subject 26). A mother who lived in the rural area said: 
I am living in a rural area and so it is very difficult to live with my child with DS. I 
hope people see my child’s pureness and brightness; however, they don’t. So there 
are times I feel distressed (subject 98) 
 
Some mothers seemed to suffer from people’s prejudice toward not only their child 
with DS, but also their family as a whole. Mothers addressed their tough experiences. One 
mother wrote “…people in my neighborhood seem to have negative impressions and think 
that my family will be unhappy. Also they think that my child with DS is also unhappy. 
However, I don’t agree with that at all. We aren’t unhappy…” (subject 72). Another mother 
also noted “…there are few people giving a negative attention and asking that ‘the family 
will not be happy because of the child with DS’, ‘does the child speak?’ or ‘is he able to take 
care of his own hygiene?’” (subject 68).        
(2)Attention. Twenty two mothers reported on people’s attention to their child with 
DS or the family. The majority of these mothers had negative experiences to some extent. 
They often used words such as “unfamiliar”, “unkind”, “unpleasant”, or “too much” to 
describe the unwanted attention (e.g., staring). One mother said “I can never get out of the 
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‘once again’ attention from strangers” (subject 41) and another mother noted “Still, people 
look at my child with DS as if they find an animal in the zoo” (subject 15). Moreover, 
mothers reporting on this particular issue seemed to suffer from people’s unexpected 
attention. This mother shared her difficulties:     
Although I have lived in the same place for 20 years, I still have difficulties 
overcoming unkind attention to me and my child with DS. Because of this, it is hard 
to visit governmental offices in my town or province for getting help (subject 21)   
 
In contrast to the mothers who reported receiving negative unwanted attention, there 
were a few mothers who felt they received considerate attention and caring from people in 
their community. One mother reported “I have not received any unkind or special attention in 
my town because of the fact that I am the mother of a child with DS” (subject 30). Also, 
another mother noted that her neighbors seemed to be proud of her child with DS when they 
see a child with DS on TV shows. Some of them believed that this positive experience was 
associated with the special environment of their community. For example, one mother noted 
“Because there is a welfare center for people with disabilities in my community, the 
recognition for children with DS is fairly good. People do not pay too much attention and 
they aren’t indifferent as well. There is no need to think about how others will think about us 
and this makes our life pretty easy” (subject 40). A second mother also said “People treat my 
child with DS naturally without differentiation. I think people are more open than other 
places because they are living around the special school” (subject 62). 
(3) Indifference. Eleven mothers reported on other people who were not caring about 
or were indifferent toward their child with DS. One mother described this saying that “It 
seems like they don’t care about my child [with DS]” (subject 4). Another mother also said 
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that “People don’t seem to put distance, but they don’t care about my child with DS as well” 
(subject 96).  
 
Study Aim 2 
Question 4) What are the relationships between sibling adaptation and family factors of 
family demands, family appraisal, family problem-solving and coping, and family resources 
in Korean families? 
The best model explaining the relationships between each sibling adaptation outcome 
variable and family predictor variables was identified using the 6 steps of Figure 2. First, all 
family predictor variables were included in one model to assess multicollinearity (step 1: all 
family predictors in the model). Variables having low tolerance (less than .10) can be 
considered as serious and so were not going to be included in subsequent analyses (Katz, 
1999). However, none of these variables had low tolerance.  
In an effort to find important family predictor variables that can play a role explaining 
sibling adaptation, bivariate correlations between each sibling adaptation variable and each 
family predictor variable were executed (step 2: bivariate correlations; Table 10). All 
relationships were in expected directions. Variables showing significant correlations with 
sibling adaptation outcome variables at alpha level .05 were included in subsequent 
composite regression models. In addition, sibling adaptation outcome variables were 
analyzed within the separate dimensions of the Resiliency Model of Family Stress, 
Adjustment, and Adaptation (i.e., family demands, family appraisal, family problem solving 
and coping, and family resources; step 3: analyses within each dimension; Table 11). For 
example, all variables of the family appraisal dimension (i.e., child’s daily life, condition 
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management ability, family life difficulty, and parental mutuality) were considered as 
predictors in models for each sibling adaptation outcome variable. Moreover, these outcomes 
were modeled in terms of these predictors using variable selection procedures including 
forward selection, stepwise selection, and backward elimination (which were controlled by 
the SLENTRY option set to .05 and the SLSTAY option set to .05 rather than using SAS 
default values). In any case, where those selected models were not the same, model 
comparison using AIC, BIC, and PRESS was conducted.   
In order to find the best model of all dimensions from the Resiliency Model of Family 
Stress, Adjustment, and Adaptation for each sibling adaptation outcome variable, the same 
variable selection procedures using forward selection, stepwise selection, and backward 
elimination were conducted with significant variables found from bivariate correlations 
which included all variables from analyses within all dimensions (step 4: finding the model 
for all family variables). With the final model of family predictor variables in relation to each 
sibling adaptation outcome variable, each demographic variable was evaluated in terms of its 
significance in the model based on a p-value at the .05 level (step 5: analyses of the family 
predictors model adjusted for demographic variables). Firstly, by adding each demographic 
variable into the model of each sibling adaptation outcome variable conditioned on 
significant family predictor variables found from the prior analysis steps, the change in R2 
was examined. Secondly, these significant variables were examined in combination using the 
three variable selection procedures while holding significant family predictor variables fixed 
in the model (using the SAS INCLUDE= option). When needed, model comparison was 
conducted using AIC, BIC, and PRESS to find the best model.  
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The final best predicting model (Table 12) was evaluated with residual analysis (step 
6: residual analysis of the final model) with regard to the assumptions in regression 
(normality, linearity, constant variance, and symmetry). Where there were any extreme 
outliers, the final model was evaluated with the set of data that did not include those outliers, 
to assess the influence of the outliers. The findings from residual analysis for all final models 
indicated that there were no violations of assumptions in regression. Also, no extreme 
outliers were found from these final models except for the model of having fun. The final 
model of having fun was run with the set of data which did not include the extreme value and 
no difference in results was found.      
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Figure 2. 
Analysis Steps  
Step 1: All Family Predictors in the Model 
 
Step 2: Bivariate Correlations between Predictors and Outcomes 
    
Step 3: Analyses within Each Dimension of the Guiding Framework 
 
Step 4: Finding the Model for all Family Predictors 
 
Step 5: Analyses of the Family Predictors Model Adjusted for 
Demographic Variables  
   
Step 6: Residual Analyses of the Final Model 
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 Results in analysis step 2 (Table 10) indicated that all relationships between sibling 
outcome variables (SDQ-Kr and SNIP) and family predictor variables were in expected 
directions. That is, prosocial behaviors had a positive relationship with family hardiness. 
Total difficulties score had a positive relationship with family strains, but negative 
relationships with condition management ability, parental mutuality, family problem solving 
communication, social support, and family hardiness. For the SNIP outcome variables, 
smaller scores indicate better sibling adaptation. Thus, awareness of their sibling’s condition 
(with a higher score on the sibling awareness subscale indicating less awareness) was 
negatively related to condition management ability, parental mutuality, relative and friend 
support, social support, and family hardiness, but positively related to family strains and 
family life difficulty. Feelings about their sibling with DS (with a higher score on the sibling 
feelings subscale indicating more negative feelings) had negative relationships with child’s 
daily life, condition management ability, parental mutuality, family problem solving 
communication, relative and friend support, and family hardiness; however, it was positively 
related to both family demands variables including family strains and condition management 
effort as well as family life difficulty. Having fun with their sibling with DS (with a higher 
score on the sibling having fun subscale indicating having less fun) was negatively associated 
with child’s daily life, condition management ability, parental mutuality, and family problem 
solving communication along with three family resource variables (i.e., relative and friend 
support, social support, and family hardiness), but positively related to the two family 
demands variables (i.e., family strains and condition management effort) and family life 
difficulty.  
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Sibling helping  (with a higher score indicating they are less likely to help their 
sibling with DS) was negatively associated with child’s daily life, condition management 
ability, parental mutuality, and the three family resources variables (i.e., family hardiness, 
relative and friend support, and social support); however, it had positive relationships with 
family strains and family life difficulty. Finally, sibling advocacy (with a higher score 
indicating they are less likely to advocate for their sibling with DS) was negatively associated 
with child’s daily life, condition management ability, parental mutuality, family problem 
solving communication, and the three family resources variables. However, it was also 
positively associated with family strains and family life difficulty.     
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
Table 10.  
Correlation Matrix  
 1 2 3 4 5 6 7 8 9 10 11 12 13 14 15 16 17 
1                  
2 -.26*                 
3 -.16           .30*                
4 -.01 .18 .19               
5 -.27* .17 .45** .41**              
6 -.36** .14 .45** .41** .63**             
7 -.18 .26* .65** .30* .56** .43**            
8 -.13 .24* .20* .33* .27* .34* .29*           
9 .15 -.06 .14 .37** .39** .16 .15 .39**          
10 .05 -.10 -.12 -.32* -.38** -.36** -.31* -.36** -.37**         
11 .04 -.24* -.25* -.32* -.47** -.41** -.47** -.41** -.29* .44**        
12 -.07  .04 .27* .32* .47** .43** .33** .49** .68** -.58** -.57**       
13 .13 -.33** -.24* -.23* -.28* -.24* -.43** -.38** -.25* .37** .52** -.45**      
14 .18 -.25* -.11 -.24* -.27* -.20 -.31* -.37** -.22* .29* .45** -.38** .71**     
15 -.08 -.01 -.28* -.20* -.22* -.22* -.32* -.16 -13 .23* .39** -.37** .22* .21*    
16 .14 -.35** -.32* -.20 -.36** -.41** -.38** -.35** -.20* .23* .61** -.46** .53** .50** .38**   
17 .24* -.26* -.21* -.23* -.40** -.45** -.36** -.46** -.34** .41** .59** -.63** .63** .68** .21* .51**  
Note. 1: Prosocial Behaviors, 2: Total Difficulties Score, 3: Awareness, 4: Feelings, 5: Having Fun, 6: Helping, 7: Advocacy, 8: 
Family Strains, 9: Condition Management Effort, 10: Child’s Daily Life, 11: Condition Management Ability, 12: Family Life 
Difficulty, 13: Parental Mutuality, 14: Family Problem Solving Communication, 15: Relative and Friend Support, 16: Social Support, 
17: Family Hardiness; * p < .05, ** p < .001. 
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The significant findings from the analyses within each dimension of the Resiliency 
Model of Family Stress, Adjustment, and Adaptation (step 3) were described for each sibling 
outcome variable (Table 11). In addition, the final models generated after analysis step 5 
were reported (Table 12).    
(1) Siblings’ behavioral and psychological adaptation.  
Prosocial behaviors. Prosocial behaviors were examined within each dimension of 
the guiding framework. Within the dimension of family demands, prosocial behaviors were 
best predicted by the model including family strains and condition management effort. Thus, 
sibling prosocial behaviors increased on the average by about 0.20 units (p = .026) for an 
increase in condition management effort of 1 unit, but decreased on the average by about 
0.04 units (p = .040) for an increase in family strains of 1 unit. Within the dimension of 
family resources, the model based on family hardiness best explained sibling prosocial 
behaviors. In this model, prosocial behaviors increased on the average by about 0.07 units (p 
= .018) for an increase in family hardiness of 1 unit. Prosocial behaviors did not depend on 
the other family dimensions of family appraisal and family problem solving and coping.   
The final model generated after analysis step 5 (the best predicting model) of 
prosocial behaviors in siblings of children with DS in Korean families consisted of condition 
management effort and family hardiness with non-religious mother as a covariate F(3, 93) = 
8.90, p < .001. This final model explained about 22% of variability of sibling prosocial 
behaviors. By adding family hardiness in the model, about 14% of sibling prosocial 
behaviors were additionally explained (using squared semi-partial correlation). After 
controlling for the effects of non-religious mothers and the other variable fixed, for 1 unit 
change in condition management effort, sibling prosocial behaviors increased on the average 
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by about 0.21 units, t(1) = 2.58, p = .011. For an increase in family hardiness of 1 unit, 
sibling prosocial behaviors increased on the average by about 0.12 units, t(1) = 4.02, p < 
.001. Mothers who did not report a religious preference perceived prosocial behaviors of 
their typically developing child on average 1.44 units greater than those who did report a 
religious preference, t(1) = 3.17, p = .002.            
Total difficulties. Within the dimension of family demands, sibling total difficulties 
was best predicted by family strains. That is, it increased on the average by about 0.09 units 
(p = .016) for an increase in family strains of 1 unit. For the dimension of family appraisal, 
parental mutuality best predicted sibling total difficulties. Sibling total difficulties decreased 
on the average by about 0.27 units (p < .001) for an increase of parental mutuality of 1 unit. 
Family problem solving communication assessing family problem-solving and coping 
predicted sibling total difficulties, in that the score decreased on the average by about 0.25 
units (p = .013) for an increase in family problem solving communication of 1 unit. Within 
the family dimension of family resources, the model best predicting sibling total difficulties 
only included social support. For an increase in social support of 1 unit, sibling total 
difficulties decreased on the average by about 0.19 units (p < .001) in this model.    
Siblings total difficulties were best estimated by the model including social support 
and diagnosis of intellectual disability (1st degree) of child with DS, F(2, 94) = 12.21, p 
< .001. This final model explained about 21% of variation of sibling total difficulties. This 
sibling adaptation outcome variable was estimated to decrease on the average by about 0.17 
units for an increase in social support of 1 unit, t(1) = –3.21, p =.002, controlling for the 
intellectual disability of children with DS in the 1st degree. Mothers whose child with DS was 
diagnosed with intellectual disability in the 1st degree perceived their typically developing 
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child’s total difficulties score on the average 2.34 units less than those whose child with DS 
was diagnosed with intellectual disability in other than 1st degree or was not diagnosed with 
intellectual disability yet, t(1) = –2.94, p = .004.   
(2) Sibling relationships. 
Awareness. Sibling awareness was best predicted by the model of family strains 
within family demands. For an increase in family strains of 1 unit, sibling awareness 
increased (indicating less awareness) on the average by about 0.06 units (p = .045). Within 
the dimension of family appraisal, the model of family life difficulty best estimated sibling 
awareness. That is, the score of sibling awareness increased (indicating less awareness) on 
the average by about 0.11 units (p = .007) for an increase of family life difficulty of 1 unit. 
Finally, within the dimension of family resources, sibling awareness was best predicted by 
the model consisting of social support only. Its score decreased (indicating greater 
awareness) on the average by about 0.16 units (p < .001) for an increase of social support of 
1 unit.     
Sibling awareness was best explained by maternal perceptions about social support as 
family resources among various family factors along with maternal age, current family 
income (middle and high), and the age of a child with DS, F(4, 88) = 11.09, p < .001. This 
final model explained about 34% of variability of sibling awareness, and 11% of variability 
of sibling awareness was additionally explained by adding social support in the model (using 
squared semi-partial correlation). After controlling for the effects of current family income 
and the rest of the variables fixed, the score of sibling awareness was estimated to decrease 
(indicating greater awareness) on the average by about 0.17 units for an increase in social 
support of 1 unit, t(1) = –3.77, p < .001. Moreover, the score decreased on the average by 
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about 0.17 units, t(1) = –2.11, p = .038, for an increase in maternal age of 1 year and by 
about 0.21 units, t(1) = –2.36, p = .021, for an increase in the age of child with DS of 1 year. 
However, mothers whose family income was middle to high tended to perceive the extent to 
which their other child without DS was aware of their brother or sister with DS on the 
average 1.40 units greater (indicating less awareness) than those whose family income was 
middle-low or low, t(1) = 2.04, p = .044. 
Feelings. Sibling feelings were best estimated by the model of condition management 
effort and family strains within the dimension of family demands. Sibling feelings increased 
(indicating more negative feelings about their sibling with DS) on the average by about 0.37 
units (p = .008) and 0.07 units (p = .041) for increases of condition management effort and 
family strains of 1 unit respectively. Within the dimension of family appraisal, the model of 
child’s daily life and condition management ability best predicted sibling feelings. For 
increases in child’s daily life and condition management effort of 1 unit each, sibling feelings 
decreased (indicating more positive feelings about their sibling with DS) on the average by 
about 0.25 units (p = .042) and by about 0.15 units (p = .031) respectively. In addition, the 
score of feelings decreased on the average by 0.22 units (p = .016) and by about 0.11 units (p 
= .023) for increases in family problem solving communication of 1 unit and family 
hardiness of 1 unit respectively. 
Among sibling relationships, the extent to which typically developing children care  
about their sibling with DS (feelings) was best predicted by condition management effort and 
condition management ability along with the age of a child with DS, in particular, over 15 
years, F(3, 92) = 9.09, p < .001, by explaining about 23% of variability in sibling feelings. 
After accounting for whether a child with DS was over 15 years or not and the other variable 
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fixed, sibling feelings were estimated to increase (indicating more negative feelings about 
their sibling with DS) on the average by about 0.40 units, t(1) = 3.12, p = .002, for an 
increases in condition management effort of 1 unit, but to decrease (indicating more positive 
feelings about their sibling with DS) on the average by about 0.13 units, t(1) = –2.02, p 
= .046, for an increase in condition management ability of 1 unit. Mothers whose DS child’s 
age was greater than 15 years old perceived their typically developing child’s feelings about 
the sibling with DS on the average 1.99 units less (indicating more positive feelings) than 
those who was less than or equal to 15 years old, t(1) = –2.57, p = .012.    
Having fun. Within the dimension of family demands, sibling relationship of having 
fun was best predicted by the model of condition management effort. The score increased on 
the average by about 0.60 (p < .001) for an increase in condition management effort of 1 unit 
and this indicates less fun in the sibling relationship. The model consisting of condition 
management ability and family life difficulty best estimated the nature of the fun relationship 
between siblings within the dimension of family appraisal. That is, having fun decreased 
(indicating siblings had more fun together) on the average by about 0.23 (p = .005) for an 
increase in condition management ability; however, it increased on average by about 0.14 (p 
= .006) for an increase in family life difficulty. For an increase in family problem solving 
communication, sibling having fun decreased on average by about 0.28 (p = .007). Within the 
dimension of family resources, sibling having fun was best estimated by both social support 
and family hardiness in the model. The score decreased on the average by about 0.13 (p 
= .046) and 0.16 (p = .008) for increases in social support and family hardiness of 1 unit 
respectively, which indicates siblings tended to have more fun with the increase of these 
family resources.     
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The extent to which typically developing children play with their sibling with DS and 
have  fun was best explained by the following variables: condition management ability, 
condition management effort, and current middle and high family income, F(3, 93) = 16.11, 
p < .001. This final model explained about 34% of variation in sibling relationships with 
regard to having fun. Moreover, 18% of variation in this relationship was additionally 
explained by adding condition management ability in the model (using squared semi-partial 
correlation). After controlling for current family income and the other variable fixed, the 
extent of sibling having fun was estimated to decrease (indicating having more fun between 
siblings) on the average by about 0.36 units for an increase in condition management ability 
of 1 unit, t(1) = –5.11, p < .001, but to increase (indicating having less fun between siblings) 
on the average about 0.42 units, t(1) = 3.00, p = .003 for an increase in condition 
management effort of 1 unit respectively. In addition, mothers whose family income was 
middle to high perceived the amount of fun their typically developing child had with their 
brother or sister with DS was on the average 2.06 units greater (indicating having less fun 
between siblings) than those whose household income was middle-low or low, t(1) = 2.51, p 
= .014.      
Helping. Within the dimension of family demands, the model of family strains best 
explained sibling relationship of helping. It increased on average by about 0.08 (p < .001) for 
an increase in family strains of 1 unit. The model consisting of condition management ability 
and family life difficulty best predicted sibling helping; that is, it decreased (indicating more 
helping) on the average by about 0.12 (p = .030) and increased (indicating less helping) on 
the average by about 0.09 (p = .008) for increases in condition management ability and 
family life difficulty of 1 unit respectively. Within the dimension of family resources, sibling 
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helping was best predicted by the model of social support and family hardiness. The score 
decreased on the average by about 0.10 (p = .016) for an increase in social support of 1 unit 
and by about 0.12 (p = .002) for an increase in family hardiness of 1 unit.  
Sibling helping was best predicted by social support, child’s daily life, family 
hardiness, and maternal religion of Protestant, F(4, 91) = 11.78, p < .001. R2 indicated that 34% 
of variation in sibling helping was explained by this model. After controlling for maternal 
religion of Protestant and the rest of the variables fixed, sibling helping was predicted to 
decrease (indicating more helping) on the average by about 0.12 units for an increase in 
social support of 1 unit, t(1) = –3.17, p = .002, to decrease on the average about .18 units for 
an increase in child’s daily life of 1 unit, t(1) = –2.18, p = .032, and also to decrease on the 
average about 0.08 units for an increase in family hardiness of 1 unit, t(1) = –2.11, p = .038. 
Mothers who were Protestant perceived the extent of helping that their typically developing 
child provides for a sibling with DS on the average 1.65 units greater (indicating less helping) 
than those who were not Protestant, t(1) = 3.10, p = .003.   
Advocacy. Sibling advocacy was best explained by the model of family strains within 
the dimension of family demands. For an increase in this family variable of 1 unit, advocacy 
increased (indicating less advocacy) on the average by about 0.09 (p = .003). Within the 
dimension of family appraisal, the model consisting of condition management ability and 
parental mutuality best explained sibling advocacy. The score of advocacy decreased on the 
average by about 0.21 (p = .001) and by about 0.17 (p = .015) for increases in condition 
management ability and parental mutuality of 1 unit respectively, and this indicates siblings’ 
greater extent in advocating for their sibling with DS. Sibling advocacy was also decreased 
on the average by about 0.26 (p = .002) for an increase of family problem solving 
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communication of 1 unit. Within the dimension of family resources, all three family 
resources variables together best predicted sibling advocacy. The score of advocacy 
decreased on the average by about 0.10 (p = .036) and 0.14 (p = .041) for increases in family 
hardiness and relative and friend support of 1 unit respectively. However, social support was 
not statistically significant (p = .077).  
The extent to which typically developing children advocate for their sibling with DS 
was best estimated by the following variables: condition management ability, parental 
mutuality, number of children in the family, the age of child with DS, and diagnosis of DS 
before child’s birth, F(5, 88) = 13.05, p <. 001. This final model explained about 43% of 
variability in sibling advocacy. After accounting for the diagnosis of DS during pregnancy 
and the rest of the variables fixed, sibling advocacy was estimated to decrease on the average 
by about 0.19 units for an increase in condition management ability of 1 unit, t(1) = –3.33, p 
= .001, and by about 0.18 unites for an increase in parental mutuality of 1 unit, t(1) = –2.69, p 
= .009. As the number of children in the family increases, sibling advocacy was estimated to 
decrease on the average by about 1.67 units, t(1) = –3.11, p = .003, and also to decrease on 
the average by about 0.22 units for an increase in the age of child with DS of 1 year, t(1) = –
3.18, p = .002. Mothers who knew about the child’s DS before the child was born perceived 
their typically developing child’s advocacy on the average 4.30 units less than those who 
were diagnosed child’s DS after the child was born, t(1) = –2.63, p = .010. These decreases 
indicate a greater willingness for typically developing children to advocate for their brother 
or sister with DS.        
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Table 11. 
Significant Variables within Each Dimension of the Resiliency Model of Family Stress, 
Adjustment and Adaptation 
 
 
Sibling 
adaptation 
(n)  
Dimensions of the Resiliency Model 
 
Family 
demands 
      Family 
      appraisal 
Family 
problem 
solving & 
coping 
Family 
resources 
 
Prosocial 
behaviors 
(n = 99) 
(1) Family 
strains 
(2) Condition 
management 
effort 
  Family 
hardiness  
Total 
difficulties 
(n = 99) 
Family strains  Parental 
mutuality* 
Family 
problem 
solving 
communication  
Social 
support* 
Awareness 
(n = 97) 
Family strains Family life 
difficulty 
 Social 
support 
Feelings 
(n = 98) 
(1) Condition  
management 
effort 
(2) Family 
strains 
(1) Child’s  
daily life 
(2) Condition 
management 
ability 
Family 
problem 
solving 
communication 
Family 
hardiness 
Having fun 
(n = 99) 
Condition 
management 
effort* 
(1) Condition 
management 
ability  
(2) Family life 
difficulty 
Family 
problem 
solving 
communication 
(1) Social 
support 
(2) Family 
hardiness 
Helping  
(n = 98) 
Family 
strains* 
(1) Family  
life difficulty 
(2) Condition 
management 
ability 
 (1) Social 
support 
(2) Family 
hardiness 
Advocacy 
(n = 98)  
Family strains (1) Condition 
management 
ability  
(2) Parental 
mutuality 
Family 
problem 
solving 
communication 
(1) Family  
hardiness 
(2) Relative  
and friend 
support  
(3) Social 
support a 
Note. Only significant variables at p < .05 were presented in the table; * p < .001; a social 
support was not statistically significant in this model.   
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Table 12. 
Final Models of Sibling Adaptation  
Sibling 
adaptation 
Model F 
 
R2 β 
 
sr2 
      
Prosocial 
behavior 
Condition management effort  8.90** 
    
.22 .21* 
 
.06 
 Family hardiness   .12** 
 
.14 
 Maternal religion-none   1.44* .08 
      
Total difficulties Social support 12.21** 
 
.21 -.17* 
 
.09 
 Diagnosis of intellectual 
disability-1st degree 
  -2.34* 
 
.07 
      
Awareness Social support 11.09** 
 
.34 -.17** 
 
.11 
 Maternal age 
 
  -.17* 
 
.03 
 Current family income 
-middle and high 
 
  1.40* .03 
 Age of child with DS   -.21* .04 
      
Feelings Condition management effort 9.09** 
 
.23 .40* 
 
.08 
 Condition management ability  
 
  -.13* .03 
 Age of child with DS > 15 yr   -1.99* .06 
      
Having fun Condition management ability 16.11** 
 
.34 -.36** 
 
.18 
 Condition management effort   .42* 
 
.06 
 Current family income 
-middle and high 
  2.06* 
 
.04 
      
Helping Social support 11.78** 
 
.34 -.12* 
 
.07 
 Child’s daily life   -.18* 
 
.03 
 Family hardiness   -.08* 
 
.03 
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 Maternal religion-Protestant   1.65*    .07 
 
Advocacy 
 
Condition management ability 
 
 
13.05** 
 
.43 
 
-.19** 
 
.08 
 Parental mutuality   -.18* .05 
      
 Number of children in family   -1.67* .06 
  
Age of child with DS 
   
-.22* 
 
.07 
  
Diagnosis of DS 
-Before child’s birth  
   
-4.30* 
 
.05 
Note. * p < .05. ** p < .001. 
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Study Aim 3 
Question 5) What are the effects of the age, gender, and birth order of typically developing 
children aged 4 to 19 years on their adaptation in Korean families? 
 Among these sibling characteristics, the gender and birth order of typically 
developing children did not influence their behavioral, psychological, and relational 
adaptation. However, the effects of the age of typically developing children on relationships 
with their sibling with DS were found to be statistically significant.  
The age of sibling was positively associated with sub-domains of sibling relationships. 
Sibling awareness decreased on the average by about 0.36 units (p < .001) for every one year 
increase in the age of the typically developing child. That is, Korean mothers were more 
likely to indicate that the typically developing sibling had greater awareness of the DS child’s 
condition if the typically developing child was older. Feeling about the sibling with DS was 
predicted to decrease on the average by about 0.18 units (p = .043) for every one year 
increase in the age of the typically developing child. This indicates that Korean mothers were 
more likely to perceive their typically developing child felt positively about the sibling with 
DS as the child with typical development aged. Finally, sibling advocacy also decreased on 
the average by about 0.19 units (p = .024) for every one year increase in the age of the 
typically developing child. This indicates as their other child without DS aged, Korean 
mothers were more likely to perceive the typically developing child advocated greatly for the 
sibling with DS.   
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Question 6) What are the effects of the age, gender, and birth order of typically developing 
children aged 4 to 19 years on the relationships between sibling adaptation and family factors 
of family demands, family appraisal, family problem-solving and coping, and family 
resources in Korean families? 
Moderation effects were examined by evaluating whether the interaction term of 
sibling characteristics and a family factor was significant or not in the model consisting of a 
significant family factor found from the bivariate analyses and sibling characteristics as a 
covariate one at a time. Moderation effects of the age, gender, and birth order of typically 
developing child on the relationships between sibling adaptation and various family factors 
were found.  
For the sibling relationship of having fun the interaction term of family strains and the 
age of typically developing child was significant (p = .030) meaning that the effect of family 
strains on having fun was significantly different for the age of typically developing child 
(Figure 3). That is, as family strains increased, the having fun relationship between typically 
developing children aged 6 years and their sibling with DS slightly decreased; however, the 
score increased for both typically developing children aged 12 and 18 years, which indicates 
the 12 and 18 years olds had less fun with their sibling with DS.  
The interaction term of condition management effort and the age of typically 
developing child was significant (p < .001) indicating that the effect of condition 
management effort on having fun was significantly different for the age of typically 
developing child (Figure 4). As condition management effort increased, sibling having fun 
also increased (indicating a less fun relationship between siblings); however, the change of 
each slope was significantly different according to the age of typically developing child.   
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The interaction term of family life difficulty and the age of typically developing child 
was significant (p = .018). That is, the effect of family life difficulty on having fun was 
significantly different for the age of typically developing child (Figure 5). For example, as 
family life difficulty increased, the having fun score increased (indicating a less fun 
relationship between siblings) regardless of the age of typically developing children. 
However, children aged 18 years had a greater increase than children aged 6 or12 years.  
The moderation effect of the age of typically developing child on having fun 
conditioned on parental mutuality was significant (p = .006) and this indicated that the effect 
of parental mutuality on sibling relationship in light of having fun was different for the age of 
typically developing child (Figure 6). That is, as parental mutuality increased, having fun 
decreased (indicating a greater fun relationship) for both typically developing children aged 
12 and 18 years old although the change of slope in children aged 18 years was greater than 
children aged 12 years. For children aged 6 years, however, the score of having fun increased, 
which indicates less fun between siblings.  
The interaction term of family problem solving communication and the age of 
typically developing child was significant (p = .002), which indicated that the effect of family 
problem solving communication on having fun was different for the age of typically 
developing child (Figure 7). As family problem solving communication increased, sibling 
having fun relationship decreased for typically developing children aged 12 and 18 years 
indicating a greater fun relationship between siblings. Yet, for children aged 6 years old, it 
slightly increased. 
The moderation effect of the age of typically developing child on having fun 
conditioned on social support was also significant (p = .005). That is, the effect of social 
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support on having fun was different for the age of typically developing child (Figure 8). For 
typically developing children aged 12 and 18 years, as social support increased, having fun 
between siblings decreased (indicating more fun in the sibling relationship). However, the 
change of slope was greater for typically developing children aged 18 than children aged 12 
years. For children whose age was 6 years, having fun slightly increased as social support 
increased. Moreover, the relationship between social support and siblings’ fun relationship 
was significantly influenced by the moderation effect of the birth order of typically 
developing child (p = .006). That is, as social support increased, having fun between siblings 
decreased indicating that siblings were more likely to have fun together. However, social 
support showed a greater decrease for typically developing children who were first-born than 
later-born.             
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Figure 3. 
Moderation Effect of the Age of Typically Developing Child on the Relationship between 
Family Strains and Having Fun  
 
 
Figure 4. 
Moderation Effect of the Age of Typically Developing Child on the Relationship between 
Condition Management Effort and Having Fun  
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Figure 5. 
Moderation Effect of the Age of Typically Developing Child on the Relationship between 
Family Life Difficulty and Having Fun  
 
 
Figure 6. 
Moderation Effect of the Age of Typically Developing Child on the Relationship between 
Parental Mutuality and Having Fun  
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Figure 7. 
Moderation Effect of the Age of Typically Developing Child on the Relationship between 
Family Problem Solving Communication and Having Fun  
 
 
Figure 8. 
Moderation Effect of the Age of Typically Developing Child on the Relationship between 
Social Support and Having Fun  
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Figure 9. 
Moderation Effect of the Birth Order of Typically Developing Child on the Relationship 
between Social Support and Having Fun  
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Moderation effects of the age and birth order of typically developing child on the 
relationships between advocacy and various family factors were also found. The interaction 
term of family strains and the age of typically developing child was significant (p = .039) 
indicating that the moderating effect of the age of typically developing child on advocacy 
conditioned on family strains was significant (Figure 10). That is, as family strains increased, 
sibling relationship of advocacy increased for children aged for 12 and 18 years (indicating 
less advocacy), but slightly decreased for children aged 6 years. 
In addition, the effect of social support on advocacy was different depending on 
whether the typically developing child was first-born or not (p = .033; Figure 11). As social 
support increased, sibling relationship of advocacy decreased. This means that the influence 
of social support on the extent to which typically developing children advocate their brother 
or sister with DS was greater for first-born children than children born later.   
 Finally, the influence of family problem solving communication on sibling feelings 
was different for the gender of typically developing child (p = .039; Figure 12). As family 
problem solving communication increased, sibling feelings decreased regardless of their 
gender. However, female showed greater decrease in slope than male. This indicates female 
siblings were more likely to be positively influenced by family problem solving 
communication in relation to feelings. 
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Figure 10. 
Moderation Effect of the Age of Typically Developing Child on the Relationship between 
Family Strains and Advocacy 
 
 
Figure 11. 
Moderation Effect of the Birth Order of Typically Developing Child on the Relationship 
between Social Support and Advocacy 
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Figure 12. 
Moderation Effect of the Gender of Typically Developing Child on the Relationship between 
Family Problem Solving Communication and Feelings 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
6
11
16
21
26
7 10 13 16 19 22 25 28
F
e
e
li
n
g
s
Family Problem Solving Communication
male 
female
  
CHAPTER V 
DISCUSSION  
 
Conclusion  
This study guided by the Resiliency Model of Family Stress, Adjustment, and 
Adaptation explored and described how Korean mothers of children with DS perceive how 
their typically developing children (aged 4 to 19 years) have adapted to having a sibling with 
DS and the family variables (i.e., family demands, family appraisal, family problem-solving 
and coping, and family resources) contributing to sibling adaptation. Maternal perceptions 
were examined via a mixed-method approach of both closed-ended questions and open-
ended questions. 
Most of the mothers who participated in this study did not indicate that their typically 
developing child was currently experiencing psychological or behavioral difficulties; 
however, they did express concern about a number of areas in the relationship between their 
typically developing child and their child with DS. Various family factors played critical 
roles in understanding sibling adaptation, and the characteristics of siblings (i.e., age, gender, 
and birth order) moderated the influences of family factors on sibling adaptation.  
These findings provide a foundation for health care professionals to identify typically 
developing children who might be at increased risk for experiencing difficulty adapting to the 
ongoing challenges associated with being the sibling of a child with DS (based on non-
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modifiable characteristics) and to design culturally appropriate, effective intervention 
programs using modifiable family factors targeted to these siblings.  
The rest of this chapter includes an overview of significant findings, as well as 
possible explanations for findings that were inconsistent with findings from prior research. It 
also includes a discussion of relative strengths and limitations of the study. Finally, there is a 
section on implications for health care professionals, theoretical implications, and 
implications for future research.  
Maternal Perceptions of Sibling Adaptation and Family Factors 
Findings from this study provide a sophisticated understanding about maternal 
perceptions of adaptation in typically developing children aged 4 to 19 years in the context of 
Korean families of children with DS. Based on the SDQ-Kr data for prosocial behaviors and 
overall sibling difficulties, the mothers who participated in this study did not indicate that 
their typically developing children were experiencing psychological or behavioral problems. 
The SDQ-Kr mean scores for prosocial behaviors and total difficulties for this study were 
similar to those reported by researchers who had used the SDQ-Kr with mothers of healthy 
children who were in the nonclinical group (Ahn et al., 2003) suggesting that the Korean 
siblings of children with DS were adapting as well as siblings of healthy children. These 
findings are consistent with findings from previous studies which concluded that children 
who have a sibling with DS do not necessarily experience poor adaptation. In a number of 
studies (Cuskelly & Gunn, 2006; Gau et al., 2008; Hastings, 2007; Lobato et al., 1987) no 
differences were reported between siblings of children with DS and typically developing 
children who do not have a sibling with DS with regard to their emotional, behavioral 
problems and sibling competence. Then, in another study, mothers reported that their 
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children without DS were socially competent and had a low incidence of behavior problems 
(Van Riper, 2000). Mandleco et al. (2003) reported that siblings of children with DS had 
highly cooperative behaviors and more self-control than children without a disabled sibling.   
Some mothers in this study felt that having a brother or sister with DS gave or would 
give their typically developing child beneficial experiences rather than have a negative effect 
on their development. Similar maternal perceptions were observed in other studies (Carr, 
2005; Cunningham, 1996; Skotko, Levine, & Goldstein, 2011a). For example, the majority of 
parents in the study of Skotko et al. (2011a) reported that their typically developing children 
learned sensitivity and caring toward others from their sibling with DS. According to a study 
conducted on families whose children were 30 to 35 years old, a sizable number of mothers 
observed that their children without DS gained advantages rather than disadvantages through 
their experience with their DS sibling (Carr, 2005).  
As far as the nature of the sibling relationship, findings from this study suggest that 
siblings of children with DS in Korea may be experiencing more problems than siblings of 
children with DS in the United States (Van Riper, 2000b) in the following areas: awareness, 
feeling, having fun, helping, and advocacy. A recent study conducted with 2,044 parents of 
children with DS in the United States reported that the majority of parents perceived good 
relationships between their typically developing child and the sibling with DS (Skotko et al., 
2011a). These parents’ positive perceptions were supported by their typically developing 
children’s self-reports about positive feelings such as affection, pride, involvement, and 
enhancement toward their sibling with DS (Skotko & Levine, 2006; Skotko, Levine, 
Goldstin, 2011b).  
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In contrast to positive findings of studies conducted in the United Sates, a researcher 
who conducted a qualitative study with Korean siblings of children with DS reported that 
these siblings were often ashamed by their sibling’s unique facial appearances and behaviors 
and were also distressed by unfriendly attention from others (Park, 2005). Similar concerns 
were expressed by approximately half of the mothers who answered the open-ended 
questions in this study. For example, they expressed concerns about difficulties with making 
friends at school, their frustration in advocating their disabled sibling, having vulnerable 
feelings (e.g., worry, pity, embarrassment, loneness, etc.), and taking too much responsibility 
for taking care of their sibling with DS. Most mothers reported that their typically developing 
children felt pity or worry for their sibling with DS, which was considered poor sibling 
adaptation. Because of these concerns, mothers could be more likely to see the relationships 
between other children without DS and a child with DS negatively.  
It is important to note that in a study conducted by Senner and Fish (2010) in which 
both siblings of children with disabilities and their parents completed the SNIP measure (the 
measure used in this study to assess the nature of the sibling relationships), the scores for the 
children were lower (indicating better adaptation) than the scores from the parents, which 
suggests that “parents’ perspectives do not always agree with their children’s perspectives” 
(p. 1). Another study by Gath (1987) found that some mothers had anxious perspectives 
about their typically developing children. Although there were no distinct behavioral 
problems in these children, some mothers in this study expressed concern about “hidden 
emotional problems” in their typically developing children of which they might not be aware 
(Gath & Gumley, 1987, p. 721). Some Korean mothers in this study were also concerned 
about their typically developing child’s hidden problems. Taken together, this suggests that 
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although Korean mothers reported that their typically developing children did not exhibit 
psychological and behavioral problems, they tended to perceive sibling relationships as less 
desirable or less healthy.   
Maternal Perceptions about Cultural, Social Values of Having a Child with DS 
 The maternal perceptions of other people’s understanding and societal values of 
having a child with DS in the Korean family included both positive and negative aspects, but 
overall their negative perceptions and experiences outweighed their positive ones. Based on 
the responses at a societal level, a considerable number of mothers perceived a lack of social 
support and resources in Korean society. In particular, mothers expressed the need for more 
educational resources to be available for their child with DS, as well as the need for the 
resources to be provided in a more consistent and ongoing manner. In addition to the 
comments about the lack of educational resources, some mothers complained about the 
unfair distribution of the limited resources that did exist because eligibility for resources was 
typically based on family income and the level of their child’s intellectual disability.  
Almost half of the mothers responded to the open-ended question described not only 
a lack of understanding about DS and what life is like for children with DS, but also an 
attitude of indifference among people in Korean society. About one fifth of these mothers 
noted that caring for a child with DS in Korea is considered a family matter, meaning that the 
family is responsible for all extra care-related needs. Because of these social, cultural 
contexts, Korean mothers were likely to experience difficulties with issues associated with 
their child with DS. According to the responses at a community level, although some mothers 
experienced considerate attention and caring from their communities, the majority of mothers 
 125 
 
reported that they suffered from either unfriendly attention or indifference from people in 
their community.  
Consistent findings were observed in the comparative study by Cho (2000) conducted 
with Korean and Korean-American parents of children with disabilities. Korean parents in 
his study perceived lower social support than Korean-Americans (i.e., Korean immigrants 
residing in the United States). One Korean-American parent that participated in Cho’s study 
recalled her negative experience of people’s responses to her autistic child’s unusual 
behavior in Korea. That is, people were unaware of her child’s autism, intolerant, and even 
blamed her for not disciplining her child’s bad behaviors in public. Similar concerns were 
also found in a qualitative study conducted with a small number of mothers in Turkey (Sari et 
al., 2006).They disclosed frequent encounters of negative social reactions from acquaintances 
such as friends and neighbors in the community.  
Cultural meanings and social values can influence important family factors such as 
family appraisal and family resources (McCubbin et al., 1996). Collectively studies 
conducted with families and siblings from various cultural backgrounds have found the 
importance of considering cultural and social values in understanding the experience of 
families that include a disabled child (Cho, 2000; Choi, 2009; Gau et al., 693; Hsiao & Van 
Riper, 2011; Ishizaki et al., 2005; Lam & Mackenzie, 2002; Lobato et al., 2005; Norizan & 
Shamsuddin, 2010; Sari et al., 2006). Likewise, the fact that mothers in the current study 
reported more negative encounters with others related to their child with DS suggests that 
although people in Korea have become more aware of DS and what life is like for children 
with DS, and governmental policies and support for people with disabilities have been 
improved, more attention needs to be paid to the societal understanding of living with DS and 
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also to the provision of resources and social supports. These efforts are critical because 
sibling adaptation can be greatly influenced by the resources and support (e.g., support 
groups) typically developing children have available to help them cope with difficulties 
stemming from having a brother or sister with DS (Cunningham, 1996; Lobato, 1983; 
Stoneman, 2001).  
Relationships between Sibling Adaptation and Modifiable Family Factors  
Findings from this study indicated that various modifiable family factors played 
important roles in understanding sibling experiences in Korean families of children with DS. 
That is, the well-being of typically developing children can be greatly influenced by demands 
and challenges that are associated with caring for a child with DS (family demands), the way 
the family views the situation of having a child with DS (family appraisal), the way the 
family copes with difficulties (family problem-solving and coping), and available resources 
(family resources) in facilitating harmony in the family.  
Family demands. Some of the ongoing demands that have been reported to 
negatively influence the well-being of individual family members (i.e., mothers, parents, and 
siblings) and the family as a whole include the child’s health status (Bourke et al., 2008) or 
level of functioning (e.g., dependency; Bourke et al., 2008; Carr, 2005), behavioral problems 
in the child with DS (Abbeduto et al., 2004; Blacher & Mclntyre, 2006; Bourke et al., 2008; 
Eisenhower et al., 2005; Most et al., 2006; Poehlmann et al., 2005; Ricci & Hodapp, 2003; 
Sloper et al., 1991; Store et al., 1998), increased child care demands and difficulties (Barnett 
& Boyce, 1995; Hedov et al., 2000; 2002; Padeliadu, 1998; Roach et al., 1999; Sari et al., 
2006; Van Riper, 2000), and financial restrictions (Sloper et al., 1991). For example, Van 
Riper (2000) found that sibling adaptation (assessed with measures of social competence, 
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behavioral problems, and self-concept) was significantly associated with family demands. 
That is, as family demands increased, sibling competence and self-concept decreased, and 
behavioral problems increased (Van Riper, 2000). The findings from this study were 
consistent with those from earlier studies, in that family demands (i.e., family strains and 
condition management effort) were significantly associated with siblings’ behavioral, 
psychological, and relational adaptation to their brother or sister with DS in Korean families. 
As levels of family strains (including conflict between parents, conflict among and with 
children, financial hardships and the strains of caring for a disabled family member and time 
management stress) increased, Korean mothers were more likely to perceive not only 
increased behavioral and psychological difficulties in their typically developing children, but 
also less desirable relationships between their child with DS and their child without DS.  
(1) Condition management effort. Findings from this study suggest that condition 
management efforts critically influence prosocial behaviors and positive sibling relationships, 
particularly the ability of typically developing children to have fun with their sibling with 
DS. Condition management efforts address parents’ perceptions about the time and effort 
they devote to manage the care of a child with DS. The amount of expended time and effort 
is considered a source of parental stress and places a high level of demand on the family 
(Barnett & Boyce, 1995; Hedov et al., 2000; 2002; Padeliadu, 1998; Roach et al., 1999; Sari 
et al., 2006). Thus, increased condition management efforts appeared to have a negative 
influence on the ability of typically developing children to have a fun relationship with their 
sibling with DS, as well as the typically developing child’s feelings about their sibling with 
DS.  
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Interestingly, however, this study found that as maternal perceptions of positive 
condition management efforts increased, their perception of their children’s prosocial 
behaviors increased. Yet, their perception of their children’s relationships with the child with 
DS did not. Based on their responses to the open-ended questions about sibling experiences, 
some Korean mothers believed that their typically developing children may have learned 
prosocial behaviors (e.g., helping and being considerate to others) from having to help their 
sibling with DS. These typically developing children might also be learning how to help both 
their sibling with DS and other people by helping their parents deal with the everyday 
demands associated with having a child with DS in the family.  
It can be posited that Korean typically developing children might understand the 
difficulties in caring for their DS sibling faced by their parents. In response, they may try to 
maintain family harmony and balance by behaving well. According to the ethnographic study 
conducted on nine typically developing children in Korean families of children with autism 
(Hwang & Charnley, 2010), siblings were willing to take on responsibilities related to the 
care of their autistic brother or sister. Although a great sacrifice on their part, these children 
expressed the importance of achieving family harmony and meeting parental expectations, 
which are considered a central norm for Korean families according to Confucian familism 
and, in turn, they were also likely to feel “honored” to be part of the family (Hwang & 
Charnley, 2010).  
Family appraisal. The majority of the mothers in this study reported that when they 
first learned of their child’s diagnosis of DS they thought that having the child with DS was 
“a tragedy” or “the worst thing that could have happened” to them. However, they viewed 
the current situation caring for the child with DS as either “just something to accept” or “a 
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challenge to be overcome” and a sizable number of mothers even described it as “a blessing 
in disguise.”  
More specifically, findings from this study indicated that sibling adaptation was 
significantly associated with maternal perceptions of the extent to which their child with DS 
could live a normal life (child’s daily life), their ability to manage the condition of child’s DS 
(condition management ability), the extent to which their child’s condition made their life 
difficult (family life difficulty), and parental satisfaction about the way the couple works to 
manage their child’s condition and to support each other (parental mutuality). This is 
consistent with past research which reports that the way the family views the situation of 
caring for a child with DS influences individual family members’ adaptation, as well as 
family adaptation (Cunningham, 1996; Cuskelly & Gunn, 2006; Hanson, 2003; Hedov et al., 
2002; 2006; Hornby, 1995; King et al., 2006; 2009; King, Scollon, Ramsey, & Williams, 
2000; Lam & Mackenzie; 2002; Padeliadu, 1998; Pelchat et al., 1999; Poehlmann et al., 
2005; Ricci & Hodapp; 2003; Van Riper, 1991). In particular, it was stressed that the 
attitudes and behaviors can be greatly influenced by their parents (Lobato, 1983) and, thus, 
typically developing siblings were more likely to take their parents’ view toward the child 
with DS in shaping their own view toward the sibling with DS (Cunningham, 1996). Giallo 
and Gavidia-Payne (2006) also reported that the extent to which parents perceived the 
situation of caring for a child with a disability stressful was significantly associated with poor 
behavioral and psychological adaptation in their typically developing child.  
(1) Child’s daily life. The child’s daily life was a significant predictor of the extent to 
which typically developing children were willing to help their sibling with DS. That is, if 
mothers perceived a more normal life for their child with DS in spite of the limitations 
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associated with DS, they were more likely to indicate that their typically developing child 
greatly assisted their sibling with DS. It was reported that parents often attempt to normalize 
family life when there is a child with a chronic condition or disability (Deatrick, Knafl, & 
Walsh; 1988; Knafl & Deatrick, 1986). The concept of normalization was also found in this 
study with such expressions as “normal families do” and “normal life” in their descriptions. 
Taken together, this finding suggests the need to provide support and resources that can 
strengthen the ability of families to maintain normal family life and reduce difficulties or 
challenges keeping the family from maintaining normal family life.          
(2) Condition management ability. Condition management ability played a critical 
role in predicting the following sibling relationships: feelings, having fun, and advocacy. If 
mothers perceived that they had a great ability to manage the condition of their child with DS 
and the demands associated with the condition, they were more likely to indicate that their 
typically developing child had positive feelings about their sibling with DS, had more fun 
with their sibling with DS, and were more willing to advocate for their sibling with DS. 
These maternal perspectives were also found in Korean mothers’ answers to the open-ended 
question, noting that raising a child with DS was no different from raising a typically 
developing child.   
Findings from the longitudinal study conducted by Cunningham (1996) may help to 
explain the findings from this study. Cunningham argued that sibling problems probably had 
more to do with family functioning than with the behavioral problems of the child with DS 
(Cunningham, 1996). That is, families with better coping skills or a greater capacity to utilize 
available social support and resources or coping skills may be better able to facilitate the 
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development of positive relationships between their typically developing child and the child 
with DS in terms of feelings, having fun, and advocacy.        
(3) Parental mutuality. In this study, parental mutuality assessed the degree of 
maternal satisfaction with and shared view on how the couple works together to manage 
issues associated with their child with DS and the support received from their partner (Knafl, 
Deatrick, & Gallo, 2008). This family factor was a significant predictor of sibling advocacy. 
The protective effect of parental mutuality was noted in earlier studies. For example, a warm 
and harmonious marriage was found to protect typically developing children from exhibiting 
deviant behaviors in families whose child with DS had severe behavioral problems (Gath & 
Gumley, 1987) while typically developing children of a disabled sibling were more sensitive 
to family conflicts and reported poor adjustment than those without a disabled sibling in the 
family (Nixon & Cummings, 1999).  
According to the study by Roach et al. (1999), when this mutual satisfaction was not 
fulfilled, each parent perceived more difficulties in particular areas. Mothers who felt that 
they took on more care-giving responsibilities for their child with DS than their partner 
perceived increased difficulties with health, role restrictions, and spousal support (Roach et 
al., 1999). Considering marital relationship with regard to the care for a child with DS, it is 
possible that mothers who are unsatisfied with their shared responsibilities to care for a child 
with DS may perceive more difficulties parenting (e.g., utilizing resources or setting a good 
example for their typically developing child that can facilitate advocacy for their brother or 
sister with DS, and encouraging positive interactions between siblings) which may be 
particularly related to the ability of their typically developing child to advocate for the child 
with DS.   
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Family problem-solving and coping. There were significant relationships between 
sibling adaptation and family problem solving communication in this study. That is, an 
affirmative family communication pattern was positively associated with greater sibling 
relationships, particularly feelings, having fun, and advocacy, as well as less sibling 
psychological and behavioral problems overall (total difficulties). This finding is consistent 
with earlier studies. It was observed that the efforts taken by individual family members to 
help the family function as they manage the demands associated with having a child with DS 
are related to the adaptation of individual family members and the family as a whole (Cheng 
& Tang, 1995; Cunningham; 1996; Herbert & Carpenter, 1994; King et al., 2006; 2009; Lam 
& Mackenzie, 2002; Sloper et al., 1995; Van der Veek et al., 2001; 2009; Van Riper, 2000; 
2007). For example, there was a positive association between problem-solving 
communication and sibling social competence (Van Riper, 2000). Moreover, effective and 
affirmative family communication patterns in solving problems were associated with 
significantly lower sibling total difficulties scores (Giallo & Gavidia-Payne, 2006). 
Family resources. Maternal responses to open-ended questions indicated overall 
there was a lack of resources that their family can utilize in the community although some 
described more resources than others. In addition, findings in this study indicated that family 
resources including relative and friend support, social support, and family hardiness were 
significantly related to the extent to which typically developing children adapted to living 
with a sibling with DS in Korean families. The significant roles of family resources on both 
individual family members and the family as a unit were consistently found in previous 
studies with such resources as extended family support (Gatford, 2001), social support (e.g., 
support group, early intervention; Hason, 2003; Herbert & Carpenter, 1994; Margalit & 
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Kleitman, 2006; Pelchat et al., 1999; Poehlmann et al., 2005; Van Riper, 1991; 1999), and 
family hardiness (Margalit & Kleitman, 2006; Poehlmann et al., 2005; Van Riper, 2000; 
2007). For example, family hardiness was negatively associated with sibling psychological 
and behavioral problems in families of children with a disability (Giallo & Gavidia-Payne, 
2006) and family resources including esteem, communication, mastery, health, and extended 
family support were positively associated with sibling social competence and self-concept 
(Van Riper, 2000). 
(1) Family hardiness. Family hardiness as a stress resistant family resource accounts 
for the internal strengths and durability of the family as a unit, which is characterized by the 
sense that the family can control difficulties associated with a child with DS and the family 
view that the necessary changes due to care-giving activities are beneficial (McCubbin et al., 
1996). In this study, family hardiness was a significant predictor of sibling prosocial 
behaviors and the willingness of typically developing child to help their sibling with DS. 
That is, the more positively Korean mothers perceived the internal strength and durability of 
their family, the more they perceived a greater level of prosocial and helping behaviors in 
their typically developing child. As a family system resource, family hardiness can be 
facilitated by “family time together and family routines (McCubbin et al., 2006, p. 35).” 
Family time and routines not only had a significantly negative relationship with sibling 
psychological and behavioral problems, but were significant predictors of sibling adaptation 
as well (Giallo & Gravidia-Payne, 2006). It is possible that mothers who had more family 
routines and family time together (e.g., family picnic) might perceive increased harmony and 
balance by creating a sense of stability in their family. Thereby, prosocial activities and 
helping behaviors might be facilitated by this family atmosphere.            
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(2) Social support. The significant influence of social support on the well-being of 
both individual family members and the family as a unit was consistently found in previous 
studies (Hason, 2003; Herbert & Carpenter, 1994; Margalit & Kleitman, 2006; Pelchat et al., 
1999; Poehlmann et al., 2005; Van Riper, 1991; 1999; 2007). Its role as a significant stress 
reducer on families was observed in this study as well. That is, if mothers perceived that their 
family had more available resources and social support in the community, their perceptions 
about behavioral and psychological problems that their typically developing children might 
exhibit were more likely to decrease. They were also more likely to indicate that their 
typically developing children were well aware of their sibling’s DS and willing to help them.  
 Social support in this study refers to community resources and support that include 
emotional (belief that they are cared for and loved), esteem (belief that they are respected and 
valued), and network support (belief that they belong to a communication network consisting 
of mutual support an understanding; McCubbin et al., 1996). As aforementioned, the 
overwhelming majority of Korean mothers in this study described that they did not have 
enough resources and support either at the societal level or the community level due to the 
lack of awareness of DS and children with DS, the attitude of indifference, the lack of 
resources, unfair distribution of the limited resources that did exist, and unexpected, 
unwanted attention from their neighbors. However, those who indicated that they had a good 
amount of resources and support available reported better adaptation in their typically 
developing children. The protective role of social support may be true for not only these 
mothers, but also their typically developing children. As found in Cunningham’s study 
(1996), if there are sufficient resources and support for typically developing children to cope 
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with difficulties resulting from their brother or sister with DS, they are not at much risk for 
adaptation problems.  
Earlier studies reported on the protective role of social support for typically 
developing children to deal with issues related to living with their brother or sister with a 
disability (Lobato, 1983). For example, in families of children with cancer, siblings who 
perceived more emotional social support reported significantly fewer psychological 
symptoms (e.g., depression, anxiety) and behavioral problems than those who perceived less 
social support (Barrera, Fleming, & Khan, 2003). Participation in support groups was also 
found to be helpful in reducing siblings’ anxiety and improving coping abilities (Houtzager 
& Grootenhuis, 2001). Moreover, typically developing children who reported higher levels of 
social support from close friends also reported less loneliness (Kaminsky & Dewey, 2002). 
Lobato and Kao (2002) also reported on the significant effects of sibling-parent group 
intervention on sibling adjustment. This sibling-parent support program helped typically 
developing children better understand their siblings’ chronic condition, as well as increase 
the feeling of connectedness with their sibling and reduce their behavioral problems (Lobato 
& Kao, 2002).    
Relationships between Sibling Adaptation and Non-modifiable Demographic 
Characteristics  
 
 Various demographic characteristics of a child with DS, the mother of a child with 
DS and typically developing children, and the family as a unit were found to play important 
roles in understanding a particular aspect of sibling adaptation.  
Child with DS characteristics.  
(1) Severity of disability. In this study, the severity of intellectual disability had a 
significant relationship to maternal perceptions of the extent of sibling difficulties. That is, 
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mothers of DS children who had  mild intellectual disabilities (the 1st degree) perceived 
significantly less difficulties in their typically developing children than those whose child 
with DS had moderate or severe intellectual disabilities (the 2nd or 3rd degree). In the study by 
Gath and Gumley (1987), siblings of children with DS who had behavioral problems were 
likely to demonstrate behavioral problems and emotional difficulties. Hastings (2007) also 
reported on the significant positive correlation between the behavioral problems of siblings 
and those of the child with a developmental disability. Siblings who perceived their sibling 
with DS as a burden tended to have increased behavioral problems (Cunnigham, 1996). 
These siblings might feel burdened due to the increased behavioral problems of the child 
with DS. Thus, typically developing children in this study whose siblings have a mild 
intellectual disability (and therefore exhibit fewer behavioral problems), may exhibit fewer 
behavioral or emotional difficulties themselves, as compared to children whose disabled 
siblings have more severe intellectual disabilities and thus more behavioral problems.  
(2) Age of child with DS.  
 In this study, the age of the child with DS was an important predictor of 
understanding the nature of sibling relationships particularly regarding awareness, feelings, 
and advocacy. Although current sibling studies of children with DS did not report the 
significant influence of this characteristic, Rivers and Stoneman (2003) reported that the age 
of a child with autism was a significant predictor of the quality of the sibling relationship. 
In this study, the degree of sibling awareness increased as the age of the child with DS 
increased. This is probably because as a child with DS ages, the difference between the child 
with DS and the typically developing child becomes more prominent. Thus, siblings can be 
informed directly by the unique features of their sibling with DS, or indirectly by the people 
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around them of their sibling’s developmental delay as described by Korean mothers in their 
responses to open-ended questions. It can be posited that as their brother or sister with DS 
grows, siblings might better understand and have more positive feelings about their sibling 
with DS and, therefore, be more able to advocate for their sibling with DS.  
 In particular, mothers of children with DS who were older than 15 years old indicated 
that their typically developing child was more likely to feel positive about their sibling with 
DS than those mothers who had children with DS who was less than or equal to 15 years old. 
This finding suggests it is important to consider the age of child with DS when developing 
effective intervention programs for their typically developing siblings, in particular, who may 
have difficulties creating positive feelings about their brother or sister with DS. 
Maternal characteristics.  
(1) Maternal religion. In this study, mothers who did not indicate a religious 
preference were significantly more likely than mothers who did indicate a religious 
preference to perceive positive behaviors in their typically developing children. About two 
thirds (68.62%) of mothers in this study indicated a religious preference whereas one third 
(31.37%) did not. Although religion is considered to be an important coping resource in 
ameliorating parental stress and family tension in many studies of families of children with 
disabilities (Bennett, Deluca, & Allen, 1995; Cho, 1998; Tarakeshwar & Pargament, 2001), 
mothers without a religious preference reported fewer psychological and behavioral problems 
in their typically developing children. This inconsistent finding can be understood in the 
Korean cultural and social context. Cho (1998) speculated that for Korean families, attending 
religious services might bring more uncomfortable attention to their families, rather than 
work as a coping resource, possibly due to the strange behaviors or stubborn personality of 
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their child with DS. Because of people’s unwanted attention, which is considered a major 
stressor for Korean families, mothers who reported a religious preference might have 
observed fewer prosocial behaviors in their typically developing children because they were 
exposed to more unwanted attention.  
When it comes to maternal perceptions of sibling relationships, particularly 
willingness of the typically developing sibling to help their brother or sister with DS, mothers 
who were Protestant were more likely to indicate that their typically developing child 
provided less help with their sibling with DS compared to those who were not Protestant. A 
possible explanation for this finding is that although typically developing children are often 
expected to share their parents’ care-giving responsibilities (Lobato, 1983; Stoneman, 2001), 
Protestant mothers may have had higher expectations regarding siblings helping out than did 
those who were other than Protestant or did not indicate a religious preference. Because of 
this, these mothers might indicate a lower score on sibling relationships in relation to helping.          
(2) Maternal age.  
In this study, it was observed that as maternal age increased, mothers were more 
likely to perceive that their typically developing child had greater awareness of their sibling 
with DS. Because older mothers were more likely to have older children with DS as well as 
older siblings with typical development, these mothers would have more occasions that they 
had to explain about their child’s DS to the typically developing sibling. Thus, it is possible 
that, for example, older mothers whose typically developing child was 15 years old would 
perceive that their other child without DS was well informed about their sibling’s DS than 
mothers whose typically developing child was 5 years.    
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(3) Diagnosis of DS before child’s birth. The majority of the mothers in this study 
found out that their child had DS after their child was born. Mothers who were aware of their 
child’s DS before the child’s birth were more likely to perceive that their typically 
developing child was a great advocate for their sibling with DS. One possible explanation for 
this is that mothers who learn of their child’s diagnosis of DS during the prenatal diagnosis 
are likely to have more time to adjust to the diagnosis themselves before the child’s birth. 
Because of this, they may find it easier to prepare their other children for the child’s birth. In 
addition, they are probably more prepared to actively advocate for their child with DS and, in 
turn, to set a positive example for their typically developing child.   
Family characteristics. 
(1) Current family income. It was found that mothers whose family income was 
middle to high perceived that their typically developing child was less aware of their 
sibling’s DS and had less fun with their brother or sister with DS. A previous study reported 
a positive association of socio-economic status with sibling adaptation (Giallo & Gavidia-
Payne, 2006). In this association, it was expected that if typically developing siblings lived in 
a family where there were financial resources, they would have more opportunities to utilize 
these resources and, therefore, have reduced care-giving related stress (Lobato, Faust, & 
Spirito, 1988). However, interestingly, Korean mothers’ perceptions indicated an opposite 
effect. A possible explanation for this is that about two third of the mothers in this study rated 
their current family income as a middle-to-high. In addition, a number of mothers perceived 
an unfair distribution of resources since most resources for people with disabilities (including 
DS) are available mainly to low income families in Korea (Ministry of Health & Welfare, 
2011). Thus, mothers whose household income was middle to high might perceive that they 
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do not receive enough resources and support. This might affect the extent to which these 
mothers can use resources to facilitate sibling awareness of DS and fun between siblings.             
(2) Number of children in family. It was found that number of children in the family 
was a significant predictor of greater sibling adaptation. That is, as the number of children in 
the family increased, the extent to which typically developing children advocated for their 
sibling with DS increased. This positive effect of family size on sibling adaptation was also 
found in previous studies which reported significant negative correlations between the 
number of children in the family and the typically developing child’s internalizing and 
externalizing behavioral problems (Kaminsky & Dewey, 2002), and better psychological 
adaptation (Dyson, 1989) in families of children with disabilities. As a strong predictor for 
sibling advocacy, family size needs to be considered when designing intervention programs 
for typically developing siblings in Korean families of children with DS.  
Moderation Effects of Sibling Age, Gender, and Birth Order on the Relationships 
between Family Factors and Sibling Adaptation  
 
(1) Age. Significant moderation effects of the age of the typically developing child 
were observed in the relationships between having fun and various family factors (i.e., family 
strains, condition management efforts, family life difficulty, parental mutuality, family 
problem solving communication, and social support) and between advocacy and family 
strains. Overall, the association between these family factors and sibling adaptation variables 
(i.e., having fun, advocacy) were more likely to be influenced by typically developing 
children of an older age (e.g., 12 and 18 years old) than of a younger age (e.g., 6 years). This 
age effect can be explained by findings in previous studies. For example, older typically 
developing children versus younger children were more likely to perceive that the 
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relationship with their sibling with DS was good, and they had learned important life-lessons 
from their sibling with DS (Skotko et al., 2011b).  
(2) Gender. Sibling gender showed a significant moderating effect on the relationship 
between sibling feelings and family problem-solving communications. That is, the positive 
influence of family problem-solving communication on siblings’ feelings about their brother 
or sister with DS was different depending on the sibling’s gender. Female siblings were more 
greatly influenced than male siblings. Research on gender and communication style indicated 
a different pattern of problem-solving communication between males and females (Eagly & 
Johnson, 1990). This result suggests that among the various family factors that can influence 
sibling adaptation, an affirmative family problem-solving communication style can play a 
greater role in female siblings rather than male siblings in facilitating positive feelings about 
their brother or sister with DS.      
(3) Birth order. The birth order of the typically developing child had a significant 
moderating effect on the relationship between having fun and social support, and between 
advocacy and social support. The effect of social support on promoting sibling relationships 
with regard to having fun and advocacy was found to be greater for first-born typically 
developing children than later-born. In this study, one third of typically developing children 
were first-born. Within the Confucian family structure, the first-born child is often expected 
to take care-giving responsibilities for both their younger siblings and their elderly parents 
(Kim-Rupnow, 2005; Park & Chesla, 2007). In addition to these responsibilities, they may be 
vulnerable to the stress resulting from their parents’ expectations (e.g., academic success) 
that may exceed their ability. Thus, it is probable that having available social support may be 
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more effective for these first-born children rather than later-born children who might have 
increased stress and demands.    
Strengths and Limitations of the Study  
Strengths. Existing research on sibling adaptation in families of children with 
disabilities has focused primarily on assessing sibling outcomes (e.g., psychological well-
being, behavioral difficulties, and the relationship between the typically developing child and 
the child with DS). Although the need for considering the influence of familial, cultural, and 
social factors on sibling adaptation has been discussed (Hodapp, Glidden, & Kaiser, 2005; 
Schuntermann, 2007; Stoneman, 2005), researchers have rarely taken a family perspective.  
Nor have most researchers explored the role of sociocultural influences. In particular, 
quantitative studies conducted with families from different culture backgrounds have rarely 
included an exploration of the underlying cultural or social meanings. Therefore, the main 
strength of this study is that sibling adaptation was explored not only in the family context, 
but also in the socio-cultural contexts of Korea using a mixed method approach.  
Secondly, only a few of the studies on sibling adaptation in families of children with 
disabilities were guided by a theoretical framework (e.g., Van Riper, 2000). A lack of 
theoretical perspectives in sibling studies has made it difficult for researchers and clinicians 
to gain an in-depth understanding of factors that may influence sibling adaptation. In 
addition, it has interfered with the development of appropriate strategies and family-centered 
interventions to guide and support siblings of children with DS and other disabilities. 
Additionally, it has resulted in little work being done to explore whether existing frameworks 
are appropriate for research with siblings (Graff, Neely-Barnes, & Smith, 2008). Given that 
the current study was guided by a family framework, it is likely that study findings will 
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contribute to a deeper, more comprehensive understanding of sibling adaptation. Moreover, it 
provides many implications for practice.  
As noted previously, this is one of the first studies to explore and describe maternal 
perceptions of sibling adaptation in Korean families of children with DS. The majority of 
sibling studies in the context of having a brother or sister with DS have been conducted in 
western countries including United States, United Kingdom, and European countries 
(Hodapp et al., 2005). Thus, our knowledge has been limited to findings from Western 
countries. While there may be some similarities between sibling adaptation in Western 
countries and sibling adaptation in Korea and other Asian countries, there are also likely to 
be differences due to differences in the cultural and social contexts. Therefore, the findings of 
this study not only contribute to our knowledge about family factors that influence sibling 
adaptation in Korean families of children with DS, but also help in the development of  
culturally appropriate, effective interventions for siblings who may be at increased risk of 
having difficulties. In turn, these interventions can be also used to support siblings living in 
other Asian countries where similar culture and social values are shared.  
There were several strengths in this study related to measurement issues. First of all, 
researchers in earlier studies typically limited their assessment to negative sibling outcomes, 
rather than exploring both positive and negative outcomes (Gath, 1972; 1973; 1974; Lobato, 
1983; Cuskelly & Dadds, 1992). Based on a growing body of evidence indicating positive 
sibling outcomes, there is an urgent need for sibling studies in which both positive and 
negative outcomes are explored (Dykens, 2005; Hodapp et al., 2005; Stoneman, 2005). This 
study is one of a few studies that were conducted with measures encompassing both positive 
and negative influences of having a sibling with DS on typically developing children in light 
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of their psychological, behavioral, and relational adaptation. Furthermore, among various 
family factors, family appraisal has been considered as a critical component in understanding 
sibling experiences in relation to family relationships and dynamic (Cunningham, 1996). 
However, there were limitations in systematically quantifying the family appraisal piece, 
which is critical when a study is conducted with a large number of participants. This study 
used the FaMM measure (Knafl & Deatrick, 2006; Knafl et al., 2009) to effectively quantify 
maternal perceptions on how the family viewed having a child with DS and successfully 
demonstrated its substantial role in understanding sibling adaptation. Finally, this study 
examined maternal perceptions at three different levels; individual (i.e., sibling adaptation), a 
dyadic relationship (i.e., parental mutuality), and the family as a unit (e.g., family factors) in 
an effort to comprehensively understand sibling experiences.  
Limitations. The limitations of the study should be considered when interpreting the 
results. The major limitation of this study is that the study used a maternal perspective only. 
There are research questions (e.g., parental differential treatment, self-concept and 
competence, or sibling relationships) that their proxy (e.g., parents) cannot fully answer for 
them. Thus, data drawn directly from siblings’ own perspectives have enriched our 
understanding of their well-being (Cuskelly & Gunn, 2006; Fisman et al., 2000; Kaminsky & 
Dewey, 2001; 2002; McHale & Gamble, 1989; Senel & Akkok, 1996; Van Riper, 2000; 
Wolf et al., 1998; Fisman et al., 1996). In addition, teachers’ reports can provide 
supplementary information about siblings at school (Gath & Gumley, 1987) and this is a kind 
of information that parents cannot objectively provide. Moreover, information provided by 
mothers may be different from that of fathers, in that mothers were more likely to report 
more problems than fathers (Cuskelly, Chant, & Hayes, 1998; Cuskelly & Dadds, 1992) and 
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parents did not always agree to the degree of their child’s behavioral problems (Cuskelly & 
Gunn, 2006). Taken together, although Korean mothers in this study were considered to 
provide the most insight into how their typically developing children adapt to and interact 
with the child with DS, a future study needs to use multiple respondents (including both 
parents, teacher, and sibling themselves) with objective measures (e.g., behavioral 
observations in natural settings) to increase our knowledge and to thoroughly understand 
sibling experiences and their adaptation.    
The second limitation of this study is using the cross-sectional study design. Cross-
sectional studies can only provide information about populations at one point in time by 
identifying descriptive data or associations between them (Polit & Beck, 2004). However, 
longitudinal research (e.g., Fisman et al., 2000) or intervention study (e.g., Lobato & Kao, 
2002) are more likely to provide better insights into causal relationships (Polit & Beck, 
2004). In addition, it can provide a better understanding of the sibling relationship at various 
developmental stages (e.g., childhood, adolescence; Stoneman, 2005). Sibling scholars have 
acknowledged a lack of longitudinal studies (Graff et al., 2008; Stoneman, 2005). Thus, 
future sibling research needs to include longitudinal studies and intervention studies that can 
provide information about cause and effect of family factors on sibling experiences which 
changes developmentally.  
Thirdly, there were subscales (i.e., emotional symptom, conduct problem, and peer 
problem of SDQ-Kr, view of condition impact of FaMM, and family coping-coherence of 
FIRA-G) whose internal consistency reliabilities were not acceptable. Although a great deal 
of efforts was given to the process of establishing measurement comparability by following 
the guideline (Guillemin et al., 1993; Flaherty et al., 1988), these subscales were not reliable 
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for the use of Korean mothers in this study. In particular, there were three items that were not 
tied together within the dimension of view of condition impact scale (i.e., “we expect to be 
devoting less time to our child’s condition in the future”, “people with our child’s condition 
have a normal length of life”, “many conditions are more serious than our child’s 
condition.”). These items might not be appropriate for mothers in Korean families of children 
with DS in capturing the construct that was supposed to measure in Korean cultural and 
social contexts. Thus, further investigations of psychometric properties on measures that 
were translated into Korean should be conducted in the careful and thorough consideration of 
obtaining measurement comparability (Guillemin et al., 1993; Flaherty et al., 1988). In 
addition to considering the psychometric properties, it will be imperative to develop 
culturally sensitive instruments that can be used for Korean families of children with DS.  
Finally, a convenience sample from mainly two major metropolitan areas in Korea 
(Seoul/Gyeonggi-do province and Daegu/Gyeongsangbuk-do) was used for this study; which 
is likely to reduce the generalizability of findings. Participants from rural areas or small cities 
were less likely to be included in this study. As mothers described in their responses to open-
ended questions, it is possible that the characteristics of participants living in metropolitan 
areas where more resources and up-to-date information are available may be different from 
those of children with DS living in rural areas or small cities in Korea. Therefore, a future 
study with a larger and more representative sample of families of children with DS from 
various geographical areas in Korea is needed to increase generalizability within the country. 
Implications  
Implications for health care professionals. Findings from this study are likely to 
provide valuable insights for health care professionals who work with families of children 
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with DS. Knowledge of factors (both modifiable family factors and non-modifiable 
demographic characteristics) that have been shown to influence sibling adaptation in these 
families will help health care professionals to target their interventions more effectively. 
Doing this is not only a more efficient approach; it is a more cost-effective approach, which 
is very important when health care professionals have limited time and resources.  
In terms of modifiable family factors, findings from this study suggest that health care 
professionals should assess family factors such as family demands, family resources, family 
appraisal, and family problem-solving communication. Then, based on the findings of their 
family assessment, they should focus on interventions which address the family factor they 
have determined are most in need of strengthening. For example, if the typically developing 
sibling is experiencing behavioral problems and the family appears to have limited support 
available for the typically developing sibling, the most effective intervention is likely to be 
one designed to provide additional support for the sibling (e.g., sibling workshops or links to 
websites where siblings can connect with other siblings of children with DS). On the other 
hand, if the family factor that seems to need strengthening is family appraisal, the most 
effective intervention is likely to be one the helps the family to view their situation more 
positively. Finally, if family demands seem to be unusually high, the most effective 
intervention is likely to be one that helps decrease number demands families are facing, 
which should ultimately results in parents having more time to devote to not only the child 
with DS, but also the typically developing child.   
Knowledge of non-modifiable demographic characteristics associated with sibling 
adaptation in families of children with DS will help health care professionals recognize 
which siblings of children with DS are at increased risk for negative consequences. For 
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example, findings from this study suggest that older siblings are more likely than younger 
siblings to be influenced by family strains, family life difficulty, parental mutuality, family 
problem-solving communication, and social support in creating a fun relationship with their 
sibling with DS. In the same vein, family strains can particularly influence these older 
siblings on the extent to which they can advocate for their sibling with DS. Also, first-born 
siblings may be more vulnerable to advocating and creating a fun relationship with their 
sibling with DS when they perceive less social support. Likewise, in the family where an 
incendiary problem-solving communication pattern is dominant, female siblings may have 
more difficulties in having positive feelings for the child with DS than male siblings.  
Theoretical implications. Although the Resiliency Model of Family Stress, 
Adjustment, and Adaptation has previously been used in studies with Asian families (e.g., 
Chui & Chan, 2007; Hsiao & Van Riper, 2011; Rungreangkulkij et al., 2002; White et al., 
2002), none of these were studies of sibling adaptation in families of children with DS. 
Because of this, there was no strong evidence it would provide appropriate theoretical 
underpinning for research concerning sibling adaptation in Korean families of children with 
DS. However, this study successfully demonstrated significant relationships between family 
factors and sibling adaptation which is the designated emphasis of the Resiliency Model of 
Family Stress, Adjustment, and Adaptation. In addition, most of the findings from this study 
were consistent with the findings from  earlier studies in which the researchers emphasized 
the importance of taking family factors into account in efforts to understand sibling well-
being (e.g., Cunningham, 1996; Cuskelly & Dadds, 1992; Fisman et al., 1996; 2000; Gau et 
al., 2008; McHale & Gamble, 1989; Wolf et al., 1998). 
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Furthermore, the guiding framework can be successfully used by researchers who are 
interested in understanding sibling experiences in families of children with DS, in that the 
guiding framework can help them identify and clarify theoretical perspectives associated 
with issues embedded in siblings of children with DS in the consideration of familial, social, 
and cultural contexts. In turn, findings generated from these studies can be systematically 
interpreted and applied to develop appropriate intervention strategies.   
Implications for future research. The present study contributes to existing literature 
examining the relationship between family factors and the adaptation of typically developing 
children in families of children with DS. This study has suggested that several modifiable 
family factors and non-modifiable demographic characteristics may contribute to the extent 
to which these siblings aged 4 to 19 years adapt to their sibling with DS in Korean families. 
Although there were significant bivariate correlations between certain family factors and 
sibling adaptation, a particular family factor (e.g., family problem-solving communication) 
was no longer significant when it was considered in the model with other family factors. As 
the relationships between family demands and individual and family adaptation were 
partially mediated by family appraisal (Hsiao & Van Riper, 2011) another family factor in 
this study may mediate the effect of family problem-solving communication on sibling 
adaptation. Therefore, to better understand and potentially substantiate these direct and 
indirect relationships through mediation, future research should examine these relationships 
using stronger study designs.   
There were several inconsistent findings (i.e., positive relationships between sibling 
adaptation and condition management effort, negative relationships between sibling 
adaptation and current family income) compared to previous studies. For example, the study 
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by Stoneman (2007) conducted with 50 parents in the United States found the positive 
influence of family income on family adaptation (i.e., better psychological well-being, 
warmer relationships). Although unique familial, cultural, and social contexts should be 
considered in interpreting these inconsistent results, this study needs to be replicated with a 
larger sample from various geographical areas. 
The majority (73%) of the families who participated in this study had two children in 
their family and the rest of them included three or four typically developing siblings. For this 
study, mothers were specifically asked to respond for the child who was closest in age to the 
child with DS. When it comes to other siblings in the family, the generalizability of the 
findings from this study can be questionable (Graff et al., 2008; Hodapp et al., 2005). 
Regarding this sampling issue, Hodapp and his colleagues (2005) suggested the followings: 
(a) studying more than one sibling of the individual with disability; (b) systematically 
sampling older and younger siblings, and (c) analyzing the contributions of age span, gender, 
and size of sibling group on both childhood and later life outcomes (Hodapp et al., 2005, p. 
335). Thus, theses concerns should be taken into account for the future study to 
comprehensively understand sibling experiences and, thereby, to help develop effective 
intervention programs for each sibling who may be at risk of experiencing difficulties in 
adapting to living with a sibling with DS.       
In this study, the findings from the SNIP measure were compared to the one 
conducted in the United States. It was beneficial to explore its similarities and unique 
features of sibling relationships between typically developing children and a brother or sister 
with DS. However, the comparison was limited to their relationships only and so possible 
explanations for the differing experiences in the family context could not be explored. Thus, 
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conducting a cross-cultural sibling study can deepen our understanding about how ethnic 
difference can influence dynamics in family relationships (i.e., family demands, family 
appraisal, family problem-solving and coping, and family resources) and, in turn, the extent 
to which typically developing children can adapt to their sibling with DS.   
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Appendix I: 
 
Background Information 
 
“Sibling Adaptation in Korean Families of Children with Down Syndrome” 
 
Dear Mothers, 
 
Thank you so much for your interest in our research study-Sibling Adaptation in Korean 
Families of Children with Down Syndrome. The purpose of this study is to learn about how 
mothers perceive the experiences of their typically developing children living with a child 
with Down syndrome in Korean families. A total of approximately 100 mothers who are 
primary caregivers for both a child with Down syndrome and at least one typically 
developing child aged 4 to 19 years old will participate in this study. Your participation in 
this study is completely voluntary and you are free to withdraw from the study at any time.  
 
The findings from this study will help health care professionals understand the life of siblings 
living with a child with Down syndrome in Korean families and develop effective 
interventions for those who experience difficulties.  
 
It will take approximately 30-50 minute to complete the packet of questionnaires. We 
sincerely hope that you can frankly complete the questionnaires without missing any items. 
As a way of showing appreciation for your participation, we will give a $5 gift card to you 
once you complete the packet of questionnaires (either a hard copy or an online version).  
 
The study has been approved by the institutional review board for human subjects research at 
the University of North Carolina at Chapel Hill. If you agree to take part, all information you 
provide will be kept confidential. No one except our research team will have access to your 
information. Publications may result from this study, but they will not contain information 
that would identify specific mothers.  
 
If you have any questions or concerns about the study, please either email 
(hyunkyun@email.unc.edu) or call me at 010-4075-3622.  
 
Thanks again for your kind consideration to participate in the study.  
 
Sincerely,  
 
Hyunkyung Choi, MSN, WHNP 
Doctoral Candidate, School of Nursing  
University of North Carolina at Chapel Hill 
 
Marcia Van Riper, PhD, RN 
Associate Professor, Chair, Family Health 
President International Family Nursing Association 
University of North Carolina at Chapel Hill  
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Appendix II: 
 
Background Information - Korean 
 
"다운증후군 자녀를 둔 한국가정안에서 비장애 형제/자매의 적응" 
 
 
다운증후군 자녀를 둔 어머니들께,  
 
안녕하십니까? 저는 미국 놀스케롤라이나 간호대학 박사과정에 재학중인 최현경입니다. 본 
연구에 관심을 가져주셔서 감사합니다. 본 연구의 목적은 귀하의 "비장애 형제/자매"가 어떻게 
다운증후군을 가진 자녀에 적응을 해 나가는지에 관해 "귀하의 생각"을 조사하기 위함입니다. 
약 100 여명의 다운증후군을 가진 자녀뿐만 아니라 4-19 세의 비장애 형제/자매를 돌보는 
어머니들께서 연구에 참여하실 예정입니다. 본 연구의 참여는 자율적으로 이루어지며, 연구 
참여에 동의하였더라도 어떤 시점에서도 연구 참여를 철회할 수 있습니다.  
 
본 연구 결과는 다운증후군 자녀를 둔 한국가정안에서 "비장애 형제/자매"의 경험을 이해하고, 
비장애 형제/자매들이 잘 적응할 수 있도록 돕기위한 프로그램을 개발하는 기초자료로 사용될 
것입니다.  
 
설문지 작성에 소요되는 시간은 약 30-50 분으로 예상됩니다. 문항수가 많더라도, 솔직히 
빠짐없이 응답해 주시기를 간곡히 부탁드립니다. 감사의 의미로, 설문지를 완성하신 분께는 
5,000 원 상당의 상품권을 드리고자 합니다. 
 
본 연구는 놀스캐롤라이나대학교에서 승인받은 연구이며, 설문조사에 동의하신 어머니들의 
개인 정보는 어떠한 경우에도 (연구팀 제외) 철저하게 비밀이 보장됨을 알려드립니다.  
 
본 연구에 대한 문의 사항은 hyunkyun@email.unc.edu 혹은 010-4075-3622 로 연락주시기 
바랍니다.  
 
본 연구에 관심을 기울여주셔서 진심으로 감사드립니다.  
 
 
최현경, MSN, WHNP 
놀스캐롤라이나대학교 간호대학 박사과정  
 
Marcia Van Riper, RN, PhD 
Associate Professor, Chair, Family Health 
President International Family Nursing Association 
University of North Carolina at Chapel Hill  
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Appendix III: 
 
Invitation Letter 
 
“Sibling Adaptation in Korean Families of Children with Down Syndrome” 
 
We are inviting you to take part in a study that we are conducting with Korean mothers of 
children with Down syndrome. The purpose of the study is to learn about how Korean 
mothers perceive the adaptation of their typically developing children to a sibling with Down 
syndrome and the family variables contributing to their adaptation.  
 
Who can participate?  
Korean mothers who are the primary caregiver for both a child with Down syndrome and at 
least one typically developing healthy child aged 4 to 19 years old  
 
What will we ask you to do? 
We will ask you to complete a packet of questionnaires (either a hard copy or online version). 
It will take approximately 30-50 minutes. We may contact you if you indicate on the 
questionnaire that you are willing to be re-contacted if the principal investigator has 
questions about the information you have provided.     
 
What will you gain? 
Although you may not benefit directly as a result of taking part in this study, the findings 
from this study will help health care professionals understand the life of siblings living with a 
child with Down syndrome in Korean families and develop effective interventions for those 
who experience difficulties.   
 
As a way of showing appreciation for your participation, we will give a $5 gift card to you 
once you complete and return the packet of questionnaires or complete the questionnaires 
online.   
 
The study has been approved by the institutional review board for human subjects research at 
the University of North Carolina at Chapel Hill. If you agree to take part, all information you 
provide will be confidential and no one except our research team will have access to your 
information.  
 
If you wish to be involved in this research, please either email (hyunkyun@email.unc.edu) or 
call me at 010-4075-3622. In addition, you can complete the form provided with this 
invitation letter and mail it back in the pre-stamped, pre-addressed envelope.   
 
We deeply appreciate your kind consideration.  
Sincerely,  
 
Hyunkyung Choi, MSN, WHNP 
Doctoral Candidate, School of Nursing 
University of North Carolina at Chapel Hill 
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If you are interested in hearing more about this study, please complete this form and mail it 
back in the pre-stamped, pre-addressed envelope.  
 
 
 
 
Name______________________________________________________________________ 
Address____________________________________________________________________ 
Phone 
Number____________________________________________________________________ 
Best time to contact you 
___________________________________________________________________________ 
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Appendix IV: 
 
Invitation Letter - Korean 
 
“다운증후군 자녀를 둔 한국가정안에서 비장애 형제/자매의 적응” 
 
저희 연구에 “다운증후군 자녀를 둔 어머니들”을 초대합니다.   
본 연구의 목적은, 다운증후군 자녀를 둔 한국가정안에서 함께 자라고 있는 “비장애 형제 
혹은 자매들이 경험”하는 것에 대해 어머니들이 어떻게 생각하는지를 알기 위한 것입니다.  
 
누가 참여할 수 있나요? 
다운증후군 자녀뿐만 아니라 적어도 한 명이상의 “4-19 세”의 (만성질환 혹은 장애를 갖지 
않은) 건강한 비장애 형제/자매를 돌보는 어머니들 
 
어떻게 참여할 수 있나요? 
대략 30-50 분 정도 소요되는 (1)종이 설문지 혹은 (2)온라인 설문지를 작성하시면 됩니다. 
설문지를 작성하신 이후에도, 만일 연구책임자가 다시 귀하에게 연락하는 것에 동의할 경우, 
설문지와 관련한 추가 정보를 위해 다시 연락을 드릴 수 있습니다.  
 
이 연구가 어떤 도움이 되나요? 
참여하신 어머니들께 직접적인 이익은 없을지 모르나, 본 연구의 결과는 의료진들이 
다운증후군 자녀를 둔 한국가정안에서 자라는 비장애 형제/자매의 삶을 좀 더 이해할 수 
있는 계기를 마련하고, 적응하는데 어려움을 격고있는 비장애 형제/자매를 위한 중재 
개발의 기초 자료를 제공할 것입니다.  
 
설문지를 작성해주시는 어머니들께는 감사의 의미로 5,000 원 상당의 상품권을 드리고자 
합니다.  
 
본 연구는 놀스케롤라이나 대학에서 승인받은 연구이며, 설문조사에 동의하신 어머니들의 
개인 정보는 (연구팀 제외) 철저하게 비밀이 보장됨을 알려드립니다.  
 
참여를 원하시는 어머니들께서는, 본 연구자에게 이메일 (hyunkyun@email.unc.edu) 혹은 
전화 (010-4075-3622)로 연락을 주십시오. 또한, 제공된 양식을 작성하셔서 연구자의 
주소로 보내셔도 됩니다.   
 
어머니들의 많은 참여로 다양한 의견을 들을 수 있는 기회를 갖기를 진심으로 기원합니다. 
본 연구에 관심을 기울여주서서 진심으로 감사드립니다.  
 
최현경  
놀스케롤라이나대학교 박사과정 학생    
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본 연구에 대해 관심이 있으신 어머니께서는 아래의 항목을 작성하신 후, 제공된 주소로 
보내주시기 바랍니다.   
 
 
 
 
이름_______________________________________________________________________ 
주소_______________________________________________________________________ 
전화번호___________________________________________________________________ 
연락을 받으시기에 가장 편한 시간 
___________________________________________________________________________ 
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Appendix V: 
 
Script used by the PI to Screen Subjects 
 
Thank you so much for your interest in this study.  
 
My name is Hyunkyung Choi and I am a doctoral student at the UNC-Chapel Hill School of 
Nursing. Our team is conducting the study designed to learn about how Korean mothers 
perceive the adaptation of their typically developing children to a sibling with Down 
syndrome and the family variables contributing to their adaptation. Participation in the study 
involves completing a packet of questionnaires. It will take about 30-50 minutes to complete 
the packet. You can choose either a hard copy version or an online version to complete the 
packet.  
 
You are welcome to take part in the study, if you are eligible. Please, let me ask some 
questions to see whether you are eligible for the study.  
 
(1) How old are you? (if she says that she is older than 19 years old, then go to the next 
question) 
(2) Can you read and understand Korean? (if yes, then go to the next question)  
(3) Are you a mother of and a primary caregiver for both a child with Down syndrome 
and at least one typically developing child between 4-19 years of age? (if yes, then go 
to the next question)  
(4) Is your typically developing child healthy without any chronic illness or disability? (if 
yes, then go to the next question) 
(5) Do you live with both your child with Down syndrome and typically developing child 
at home? (if yes, then go to the next question) 
(6) Are you willing to complete the questionnaires? 
 
(If the mother is eligible to participate in the study and willing to complete the survey, then 
the PI will provide information below.) 
 
Before you agree to participate in this study, it is important that you understand several 
general principles that apply to all who take part in this research study: 
  
(a) taking part in this study is entirely voluntary;  
(b) you may not benefit personally from being in this study, but knowledge may be gained 
that might benefit others, for example, by helping researchers gain a better understanding of 
what it is like for typically developing children living with a brother or sister with Down 
syndrome in Korean families;  
(c) you are free to withdraw from the study at any time without penalty;  
(d) all responses will be held confidential and responses will be identified by numbers only; 
and  
(f) publications may result from this study, but they will not contain information that would 
identify specific mothers. 
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Appendix VI: 
 
Script used by the PI to Screen Subjects – Korean 
 
본 연구에 관심을 가져주셔서 진심으로 감사드립니다.  
 
제 이름은 최현경이고, 저는 미국 놀스케롤라이나 채플힐 간호대학의 박사과정에 
재학중입니다. 저희 연구팀은 한국 어머니들께서 다운증후군 자녀와 함께 성장하는 비장애 
형제/자매의 적응과 그들의 적응에 영향을 미칠 수 있는 가족 요소들에 대해 어떻게 
생각하고 계신지를 알아보고자 합니다. 이 연구에 참여하실 경우, 어머니들께서는 30-50 분 
소요되는 설문지를 작성하시게 될 것입니다. 종이 설문지와 온라인 설문지 가운데 선택을 
하실 수 있습니다.   
 
만일 다음의 조건이 충족된다면, 어머니께서는 이 연구에 참여하실 수 있습니다. 그럼, 제가 
몇가지 질문을 하도록 하겠습니다.  
 
(7) 나이가 어떻게 되시나요? (만일, 19 세 이상일 경우 다음 질문으로 넘어감)  
(8) 한국어를 읽고 이해하실 수 있으신가요? (그렇다면, 다음 질문으로 넘어감)  
(9) 당신은 다운증후군 자녀뿐만 아니라 4-19 세의 건강한 비장애 자녀를 돌보고 
계신가요? (그렇다면, 다음 질문으로 넘어감)  
(10) 당신의 비장애 자녀를 만성질환이나 장애가 없이 건강한가요? (그렇다면, 다음 
질문으로 넘어감)  
(11) 당신은 두 자녀들과 집에서 함께 살고 있나요? (그렇다면, 다음 질문으로 넘어감)  
(12) 설문지를 작성하실 수 있나요?  
 
(만일 어머니가 연구에 참여할 조건을 충족하고 설문지를 작성하고자 한다면, 아래의 
사항을 알려드림)  
 
본 연구 참여에 동의하시기 전에, 다음의 사항들을 숙지해 주십시오. 
(1) 본 연구에 대한 참여여부는 자율적으로 이루어집니다. 
(2) 본 연구에 참여함으로인해 개인적인 이익이 없을지라도, 본 연구를 통해 얻어진 
지식은 다른 사람들에게 도움이 될 수 있습니다. (예, 다운증후군 자녀를 둔 
한국가정안에서 비장애 형제/자매가 어떠한 경험을 하는지 연구자들의 이해를 
도움으로써)   
(3) 어떠한 불이익없이 어떤 시점에서도 본 연구에서 철회할 수 있습니다. 
(4) 비밀보장이 철저히 이루어지며, 귀하의 응답은 숫자로만 표시될 것입니다.  
(5) 본 연구의 결과는 학회에 발표될 수 있지만, 모든 개인적인 신상정보는 공개되지 
않을 것입니다.  
 
 
 160 
 
Appendix VII: 
Consent Form 
 
University of North Carolina-Chapel Hill 
Consent to Participate in a Research Study  
Adult Participants 
Social Behavioral Form 
________________________________________________________________________ 
IRB Study #: 11-0974 - Initial   
Consent Form Version Date: 6/6/2011   
 
Title of Study: Sibling Adaptation in Korean Families of Children with Down Syndrome 
Principal Investigator: Hyunkyung Choi  
UNC-Chapel Hill Department: Nursing  
UNC-Chapel Hill Phone number: 919-966-4284 
Email Address: hyunkyun@email.unc.edu 
Faculty Advisor:  Marcia Van Riper 
Funding Source and/or Sponsor: unfunded 
 
Study Contact telephone number: 010-4075-3622  
Study Contact email: hyunkyun@email.unc.edu 
_________________________________________________________________ 
 
What are some general things you should know about research studies? 
You are being asked to take part in a research study. To join the study is voluntary. You may 
refuse to join, or you may withdraw your consent to be in the study, for any reason, without 
penalty.  
 
Research studies are designed to obtain new knowledge. This new information may help 
people in the future. You may not receive any direct benefit from being in the research study. 
There also may be risks to being in research studies. 
 
Details about this study are discussed below. It is important that you understand this 
information so that you can make an informed choice about being in this research study. You 
will be given a copy of this consent form. You should ask the researchers named above, or 
staff members who may assist them, any questions you have about this study at any time. 
 
What is the purpose of this study?  
The purpose of this research study is to learn about maternal perceptions about the adaptation 
of their typically developing children in Korean families of children with Down syndrome.  
 
Are there any reasons you should not be in this study? 
You should not be in this study if: (1) you are not the primary caregiver for both a child with 
Down syndrome and at least one typically developing healthy child aged 4 to 19 years old, 
(2) you are under the age of 19 years, (3) you are unable to understand and speak Korean, (4) 
you are unwilling to complete the self-report questionnaires, or (5) you are not living with 
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your typically developing children in the same family. 
 
How many people will take part in this study? 
If you decide to be in this study, you will be one of approximately 100 people in this research 
study. 
 
How long will your part in this study last?  
We are asking you to complete a packet of questionnaires which will take approximately 30-
50 minutes. After you complete the packet of questionnaires (either hard copy or online 
version) we may contact you if you indicate you are willing to be re-contacted by the 
principal investigator (PI) if the PI has questions about the information you have provided.  
  
What will happen if you take part in the study? 
If you decide to take part in this study, there will be 2-5 contacts depending on your 
preference to complete the survey.  If you choose to complete the online version of the 
questionnaires, we will send you a consent form and a link to the online questionnaires.  If 
you choose to complete a hard copy of the questionnaires, then we will either give or mail 
you a packet including a background sheet, a consent form, a packet of questionnaires, and a 
pre-stamped and pre-addressed return envelope. In addition, if you choose to receive the 
packet of questionnaires in person you will be given the option of either completing the hard 
copies in same location where you get the packet, or taking them home and returning them to 
the PI within 2 weeks. If you choose to receive hard copies of the questionnaires in the mail, 
you will be asked to complete and return them to the PI in the pre-addressed and pre-stamped 
return envelope within 2 weeks.  In both cases (online or hard copy version), you are 
encouraged to contact the PI if you have questions about the study or concerns including 
technical issues. You will receive a reminder email or phone-call if you do not complete the 
online survey or return the hard copies by 2 to 3 weeks after distribution. For those of you 
who have contacted the PI via email, you will receive an email reminder. For those of you 
who have decided to complete the hard copies you will be given the option of receiving an 
email reminder or a reminder phone call. Once you have completed the survey, the PI may 
re-contact you if the PI has questions about the information you provided and you have 
indicated on the questionnaire that you are willing to be re-contacted by the PI.   
 
What are the possible benefits from being in this study? 
Research is designed to benefit society by gaining new knowledge. You may not benefit 
personally from being in this research study. However, you may benefit from the knowledge 
that you are helping researchers gain a better understanding of what it is like for typically 
developing children living with a brother or sister with Down syndrome in Korean families.  
 
What are the possible risks or discomforts involved from being in this study? 
Although there are no physical risks and harms anticipated with this study, the possible risks 
or discomforts to you for participating in this study are expected to be minimal and may 
include possible emotional distress about answering questions about your children and your 
family. To minimize the possible discomfort, you will be allowed to skip any question(s) you 
feel uncomfortable answering. In addition, if you become emotionally distressed during the 
course of completing the survey, you will be encouraged to contact the PI. Then, the PI will 
 162 
 
refer you to appropriate counseling or psychological services, if you desire. There may be 
uncommon or previously unknown risks. You should report any problems to the researcher. 
 
How will your privacy be protected? 
You and your family will not be identified in any report or publication about this study. Your 
privacy will be protected by: 
• Not listing you name on any study documents or materials (e.g., envelope) with child 
and family information.  Identification numbers will be used on all forms.  
• The completed questionnaires and the linkage file will be stored in a locked file 
cabinet in the PI’s office in Korea.   
• Information that is entered into computer files will be kept on a password-protected 
computer of the PI.  
• All data that is collected will be accessible only to the PI and her research team.  
   
Although every effort will be made to keep research records private, there may be times 
when federal or state law requires the disclosure of such records, including personal 
information. This is very unlikely, but if disclosure is ever required, UNC-Chapel Hill will 
take steps allowable by law to protect the privacy of personal information.  In some cases, 
your information in this research study could be reviewed by representatives of the 
University, research sponsors, or government agencies for purposes such as quality control or 
safety. 
 
What if you want to stop before your part in the study is complete? 
You can withdraw from this study at any time, without penalty. The investigators also have 
the right to stop your participation at any time. This could be because you have had an 
unexpected reaction, or have failed to follow instructions, or because the entire study has 
been stopped.  
 
Will you receive anything for being in this study? 
You will receive a $5 gift card for taking part in this study after you complete the 
questionnaires.    
 
Will it cost you anything to be in this study? 
There are no costs other than your time to participate in the study. 
 
What if you have questions about this study? 
You have the right to ask, and have answered, any questions you may have about this 
research.  If you have questions, complaints, concerns, or if a research-related injury occurs, 
you should contact the researchers listed on the first page of this form.  
 
What if you have questions about your rights as a research participant? 
All research on human volunteers is reviewed by a committee that works to protect your 
rights and welfare. If you have questions or concerns about your rights as a research subject, 
or if you would like to obtain information or offer input, you may contact the Institutional 
Review Board at 919-966-3113 or by email to IRB_subjects@unc.edu. 
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- - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - -  
 
Title of Study: Sibling Adaptation in Korean Families of Children with Down Syndrome 
 
Principal Investigator: Hyunkyung Choi 
 
Participant’s Agreement:  
 
I have read the information provided above.  I have asked all the questions I have at this time.  
I voluntarily agree to participate in this research study. 
 
_________________________________________________ _________________ 
Signature of Research Participant  Date 
 
_________________________________________________ 
Printed Name of Research Participant 
 
_________________________________________________ _________________ 
Signature of Research Team Member Obtaining Consent  Date 
 
_________________________________________________ 
Printed Name of Research Team Member Obtaining Consent 
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Appendix VIII: 
Consent Form - Korean 
 
놀스케롤라이나대학교-채플힐  
연구연구참여를 위한 동의서  
IRB 연구 #: 11-0974 – Initial  
날짜: 6/6/2011 
 
연구명: 다운증후군 자녀를 둔 한국가정안에서 비장애 형제/자매의 적응 
연구책임자: 최현경 
놀스케롤라이나대학교-채플힐 간호대학 
놀스케롤라이나대학교 전화번호: 1-919-966-4284 
이메일 주소: hyunkyun@email.unc.edu 
지도교수: Marcia Van Riper 
 
연구자 전화번호: 010-4075-3622 
연구자 이메일 주소: hyunkyun@email.unc.edu 
 
 
연구에 관한 일반적인 사항 
귀하는 본 연구에 참여하도록 요청될 것입니다. 본 연구에 참여는 자율적으로 이루어집니다. 
당신은 자유롭게 연구참여를 거절할 수 있고, 어떠한 이유에 의해서라도  
연구참여를 철회할 수 있습니다.  
 
본 연구는 새로운 지식을 얻고자함이 목적이고, 이러한 신지식은 앞으로 다운증후군을 가진 
사람들과 그들의 가족을 도울 수 있을 것으로 기대됩니다. 귀하는 본 연구로부터 어떤 
직접적인 이익을 받지 않을 수 있으며, 위험이 따를 수도 있습니다.  
 
연구에 관한 자세한 사항은 아래와 같습니다. 귀하가 연구의 전반적인 과정을 이해하는 
것은 매우 중요하며, 귀하는 언제라도 연구에 관한 질문을 할 수 있습니다.  
 
연구목적 
본 연구의 목적은 다운증후군 자녀를 둔 한국가정안에서 함께 자라고 있는 비장애 형제 
혹은 자매들이 경험하는 것에 대해 귀하가 어떻게 생각하는지를 조사하기 위함입니다.   
 
연구에서 제외되는 어머니 
(1) 다운증후군 자녀와 한 명 이상의 건강한 비장애 자녀 (4-19 세)를 돌보고 있지 않은 
어머니, (2) 19 세 이하의 어머니, (3) 한국어를 이해하고 말할 수 없는 어머니, (4) 본 
연구에 참여를 원하지 않는 어머니, 혹은 (5) 비장애 자녀와 함께 살고 있지 않은 
어머니들은 본 연구에서 제외됩니다. 
 
연구참여 대상자의 수 
약 100 명의 어머니들이 본 연구에 참여할 것입니다.  
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연구소요기간 
귀하는 약 30-50 분정도 소요되는 설문지를 작성하게 될 것입니다. 설문지를 작성하신 
이후에도, 만일 연구책임자가 다시 귀하에게 연락하는 것에 동의할 경우, 설문지와 관련한 
추가 정보를 위해 다시 연락을 드릴 수 있습니다.  
 
연구에 참여한 어머니께서 해야할 일  
연구 참여에 동의하실 경우, 귀하는 연구책임자로부터 2-5 번의 연락을 받으실 수 있습니다. 
만일 온라인으로 본 연구에 참여하고자 할 경우, 연구자가 동의서와 설문지로 연결되는 
링크를 이메일을 통해 보낼 것입니다. 만일 종이 설문지를 작성하고자 할 경우, 연구자가 
동의서를 비롯한 연구에 대한 설명지, 설문지, 그리고 주소가 적힌, 미리 지불 된 
우편봉투를 보내 줄 것입니다. 귀하는 설문지를 받는 장소에서 설문지를 작성해서 
연구자에게 주거나, 설문지를 집으로 가져가서 완성한 후 2 주이내에 연구자에게 보낼 수 
있습니다. 만일 귀하가 설문지를 집으로 배달받기 원하는 경우, 귀하는 배달받은 설문지를 
2 주 이내에 완성해서 연구자에게 돌려줄 것이 요청될 것입니다. 의문사항이 있을 경우, 
연구책임자에게 언제든지 연락을 하시기 바랍니다. 설문지 작성을 완성하지 않으신 
어머니는 설문지를 드린 2 주-3 주후에 설문지 작성을 상기시키기 위한 전화 혹은 이메일을 
받게 될 것입니다. 설문지를 작성하신 이후에도, 만일 연구책임자가 다시 귀하에게 
연락하는 것에 동의할 경우, 설문지와 관련한 추가 정보를 위해 다시 연락을 드릴 수 
있습니다.      
 
연구를 통해 얻을 수 있는 이점 
귀하에게 직접적인 이익을 가져다 줄 수는 없지만, 본 연구를 통해 다운증후군 자녀를 둔 
한국가정안에서 비장애 형제/자매가 어떠한 경험을 하고 적응해 나가는지에 대한 새로운 
지식을 창출할 수 있습니다.    
 
연구를 통해 발생할 수 있는 불편감 
본 연구에 참여함으로인해 어떠한 신체적인 위험이나 손상은 없을 것으로 예상되지만, 
정서적인 피로를 포함한 최소한의 불편감이 있을 수 있습니다. 가능한 불편감을 최소화하기 
위해, 귀하는 불편감을 주는 질문에 대해서는 응답을 하지 않을 수 있으며, 또한 귀하가 
설문지를 작성하는 중에 정서적인 피로감을 느꼈을 경우 적절한 조치를 위해 
연구책임자에게 즉시 연락하시기 바랍니다. 알려지지 않은 다른 불편감이 있을 경우 
연구자에게 연락해주십시오.   
 
귀하의 사생활 보호를 위한 연구자의 노력 
• 연구참여자의 신상정보는 어디에도 공개되지 않을 것입니다. 
• 연구에 관련된 모든 문서는 한국에 있는 연구책임자의 잠금장치가 있는 서랍장에 
보관될 것입니다. 
• 연구자의 컴퓨터에 저장된 연구정보를 보호하기 위해서 컴퓨터에 비밀번호를 
설정할 것입니다. 
• 모든 연구자료는 연구자와 연구팀에 의해서만 접근되어질 것입니다.  
 
연구참여를 중도에 멈추고자 할 경우 
귀하는 어떠한 시점에도 불이익없이 본 연구를 철회할 수 있습니다. 연구자들 또한 어떠한 
시점에도 귀하의 연구참여를 중단시킬 수 있습니다. 이러한 조치는 귀하로부터 예상하지 
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못한 반응이 있거나, 귀하가 연구의 절차를 따르지 않을 경우, 혹은 전체 연구가 중단되었을 
경우에 가능합니다.  
 
연구에 참여함으로써 얻게 되는 사례품 
설문지 작성을 완료하신 어머니들은 연구참여에 대한 감사의 표시로 5,000 상당의 
상품권을 지급받게 될 것입니다.  
 
연구참여 비용 
귀하는 연구참여에 소요되는 시간을 제외한 어떤 비용도 부담하지 않을 것입니다. 
 
기타 연구와 관련된 문의사항 
귀하는 연구자에게 연구에 관련된 문의사항에 대해 질문하고 대답을 얻을 권리가 있습니다. 
연구자의 연락처는 첫 페이지에 나와 있습니다.  
 
연구참여자의 권리에 관한 기타 문의사항  
연구참여자의 권익과 권리를 보호하기 위한 모든 조치들이 취해질 것입니다. 연구참여자의 
귄익과 권리보호에 관한 문의사항이 있을 경우, 미국 놀스케롤라이나대학교 
인권심사위원회 (1-919-966-3113)로 전화를 하시거나 이메일 
(IRB_subjects@unc.edu)로 알려주시면 감사하겠습니다.  
 
 
 
연구명: 다운증후군 자녀를 둔 한국가정안에서 비장애 형제/자매의 적응 
 
연구책임자: 최현경 
 
연구참가자 동의: 
 
나는 위에서 제시된 모든 사항을 읽고, 연구에 관련된 의문사항이 없습니다. 나는 
자발적으로 연구에 참여함에 동의합니다.  
 
어머니 성명_______________________________________________________________________ 
어머니 서명_______________________________________________________________________ 
날짜_____________________________________________________________________________ 
연구자 성명_______________________________________________________________________ 
연구자 서명_______________________________________________________________________ 
날짜_____________________________________________________________________________ 
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Appendix IX: 
Online Signature for Consent Form 
 
If you agree with the statement below, please click on “I agree” and then continue with the 
questionnaires.  
************************************************************************** 
I have read the consent form. I have asked all the questions I have at this time (this may have 
been done by either telephone or email). I voluntarily agree to participate in this research 
study entitled “Sibling Adaptation in Korean Families of Children with Down Syndrome.”  
□    I agree     
□    I do not agree  
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Appendix X: 
Online Signature for Consent Form – Korean  
 
귀하는 본 연구에 관한 정보를 제공된 자료 (동의서)를 통해 읽었고, 연구에 관련된 질문들을 
(전화 혹은 이메일을 통해) 문의했습니다. 귀하는 자발적으로 본 연구 ("한국 다운가정안에서 
비장애 형제/자매의 적응")에 참여함에 동의합니다.  
 
동의하실 경우, 아래의 동의함에 체크해 주십시오.  
□        동의함 
□        동의하지않음  
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Appendix XI: 
Study Implementation Agreement to be Completed by Principals for the Special Schools 
 
For the study, "Sibling Adaptation in Korean Families of Children with Down Syndrome”, 
which is being conducted by Hyunkyung Choi, a doctoral student at the University of North 
Carolina at Chapel Hill (UNC-CH) School of Nursing, we require the following if she wishes 
to recruit study participants in our school (check all that apply): 
_______Local IRB or Ethics Approval 
_______IRB or Ethics approval from UNC-CH Human Subjects Review Committee 
 
 
All collected data will be used for the study purpose ONLY. Data-sharing will only be 
permitted within the research team for this study.   
My signature below signifies my approval and permission to allow Hyunkyung Choi to 
recruit study participants in our school. 
 
_______________________________  _______________________ 
Signature of Principal     Date 
_______________________________   
Name of School 
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Appendix XII:  
 
Study Implementation Agreement to be Completed by Principals for the Special Schools - 
Korean 
 
특수학교 연구 허락 동의서 
 
미국 놀스케롤라이나대학교-채플힐 간호학 박사과정에 재학중인 최현경 학생의 연구 
(연구제목: 다운증후군 자녀를 둔 한국가정안에서 비장애 형제/자매의 적응)에 대해, 
본교에서 이 연구가 시행되는 것에 동의하기 위해서 다음을 필요로 한다. (적용되는 모든 
곳에 체크해 주십시오) 
 
_______지역인권심사위원회 승인                                                                           
(Local IRB or Ethics Approval) 
_______놀스케롤라이나대학교 인권심사위원회의 승인                                                      
(IRB or Ethics approval from UNC-CH Human Subjects Review Committee) 
 
 
연구과정에서 수집된 모든 자료는 오로지 연구목적으로만 사용될 것입니다. 연구자료는 
연구에 참여한 연구자들에게만 허락될 것입니다. 아래 사항에 사인함으로써 본교에서의 
연구 수행을 허락하고자 합니다.  
 
 
 
____________________________________  _______________________ 
특수학교장 서명(Signature of Principal)          날짜(Date) 
____________________________________   
특수학교명(Name of School) 
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Appendix XIII: 
Reminder Email Script for 2 & 3 Week Follow-Ups 
 
Survey Reminder: “Sibling Adaptation in Korean Families of Children with Down 
Syndrome” 
Thank you so much for your interest in this study.  
You received a packet of questionnaires about 2 weeks (or 3 weeks) ago. The reason I am 
emailing you today is to let you know that there is still time to complete the survey if you 
have not yet had time to do it or if you started it, but did not find time to finish it.  
To date, almost *** mothers have participated in the survey and the majority of them have 
completed the survey.  
In addition, you are welcome to share the study with other mothers of a child with Down 
syndrome who take care of at least one typically developing child aged 4-19 years.  
I believe that I am truly lucky to have a chance to learn more about children with Down 
syndrome and their siblings in Korean families. My goal of research with families of children 
with Down syndrome is to help health care professionals to have a better understanding of 
the life with Down syndrome  
I hope to hear about your thoughts.   
Thanks again for your interest in this study.  
 
Sincerely,  
Hyunkyung Choi 
 
 
Hyunkyung Choi, MSN, WHNP 
Doctoral candidate, School of Nursing   
University of North Carolina at Chapel Hill  
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Appendix XIV: 
Reminder Email Script for 2 & 3 Week Follow-Ups – Korean 
 
본 연구에 관심을 가져주셔서 진심으로 감사드립니다.  
어머니께서는 약 2 주(혹은 3 주)전에 설문지를 받으셨습니다. 제가 어머니께 이메일을 
보내는 이유는, 만일 아직 설문지를 작성하실 시간을 찾지 못하셨거나, 설문지 작성을 
시작했지만 마무리할 시간을 찾지 못하셨을 경우, 설문지를 완성해서 보내주시길 간곡히 
부탁드리기 위해서 입니다.   
현재까지, 거의 ***명의 어머니들께서 연구에 참여하고 계시고, 그 가운데 대부분은 이미 
설문지를 완성하셨습니다.  
또한, 다운증후군 자녀와 4-19 세의 적어도 한 명 이상의 건강한 비장애 자녀를 돌보고 
계시는 주변의 다른 어머니들께 이 연구에 대한 정보를 나누어주시길 간곡히 부탁드립니다.  
저는 한국가정안에서 다운증후군 자녀와 그들의 비장애 형제/자매에 관해 더 많이 배울 수 
있는 기회를 가지게 된 것에 진심으로 기쁘고 행운이라고 생각합니다. 제 연구의 목적은 
의료진들이 다운증후군과 함께 생활하는 가족의 삶을 더 잘 이해하도록 돕기 위한 것입니다.  
어머니의 생각을 듣기를 진심으로 희망합니다.  
본 연구에 관심을 가져주심에 다시 한 번더 감사의 말씀 드립니다.   
최현경 올림  
Hyunkyung Choi, MSN, WHNP 
Doctoral candidate, School of Nursing   
University of North Carolina at Chapel Hill  
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Appendix XV: 
Reminder Phone Call Script for 2 & 3 Week Follow-Ups  
 
Hello. This is Hyunkyung Choi who is the principal investigator of the study entitled 
“Sibling Adaptation in Korean Families of Children with Down Syndrome”.  
First of all, thank you so much for your interest in this study.  
You received a packet of questionnaires about 2 weeks (or 3 weeks) ago. The reason I am 
calling you today is to let you know that there is still time to complete the survey if you have 
not yet had time to do it or if you started it, but did not find time to finish it.  
To date, almost *** mothers have participated in the survey and the majority of them have 
completed the survey.  
In addition, you are welcome to share the study with other mothers of a child with Down 
syndrome who take care of at least one typically developing child aged 4-19 years.  
I believe that I am truly lucky to have a chance to learn more about children with Down 
syndrome and their siblings in Korean families. My goal of research with families of children 
with Down syndrome is to help health care providers to have a better understanding of the 
life with Down syndrome  
Finally, do you have any questions about the study?  
Thank you very much.  
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Appendix XVI: 
Reminder Phone Call Script for 2 & 3 Week Follow-Ups – Korean 
  
안녕하십니까? 저는 본 연구“다운증후군 자녀를 둔 한국가정안에서 비장애 형제/자매의 
적응”의 연구책임자 최현경입니다.  
무엇보다도, 본 연구에 관심을 가져 주심에 진심으로 감사드립니다.  
어머니께서는 약 2 주(혹은 3 주) 전쯤에 설문지를 받으셨습니다. 제가 오늘 전화를 드리는 
이유는, 만일 아직 설문지를 작성하실 시간을 찾지 못하셨거나, 설문지 작성을 시작했지만 
마무리할 시간을 찾지 못하셨을 경우, 설문지를 완성해서 보내주시길 간곡히 부탁드리기 
위해서 입니다.   
현재까지, 거의 ***명의 어머니들께서 연구에 참여하고 계시고, 그 가운데 대부분은 이미 
설문지를 완성하셨습니다.  
또한, 다운증후군 자녀와 4-19 세의 적어도 한 명 이상의 건강한 비장애 자녀를 돌보고 
계시는 주변의 다른 어머니들께 이 연구에 대한 정보를 나누어주시길 간곡히 부탁드립니다.  
저는 한국가정안에서 다운증후군 자녀와 그들의 비장애 형제/자매에 관해 더 많이 배울 수 
있는 기회를 가지게 된 것에 진심으로 기쁘고 행운이라고 생각합니다. 제 연구의 목적은 
의료진들이 다운증후군과 함께 생활하는 가족의 삶을 더 잘 이해하도록 돕기 위한 것입니다.  
어머니의 생각을 듣기를 진심으로 희망합니다.  
마지막으로, 본 연구에 대해 질문이 있으신가요? 
본 연구에 관심을 가져주심에 다시 한 번더 감사의 말씀 드립니다.  
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Appendix XVII: 
Emotional Distress Plan and Referral Process 
 
Some mothers might feel some unexpected emotional distress in completing the 
questionnaires and particularly answering the open-ended questions.   
 
In order to minimize unexpected emotional distress; firstly, mothers will be allowed to skip 
any question(s) in both closed-ended and open-ended questions that they feel uncomfortable 
to answer. Secondly, if a mother becomes emotionally distressed during the course of 
completing the survey, then she will be encouraged to contact the PI.   
 
With regards to referral, the mother who expresses her psychological difficulties to the PI 
will be referred to appropriate counseling or psychological services which can take care of 
her emotional distress, if she desires.        
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Appendix XVIII: 
Emotional Distress Plan and Referral Process – Korean 
 
정서적인 고통에 대한 계획 
 
어떤 어머니들은 설문지 특히 주관적인 생각을 기술하는 문제들을 작성하면서 예상하지 
못한 정서적인 고통을 겪을 수도 있다.  
 
그러한 정서적인 고통을 최소화하기위해서, (1) 첫째로, 어머니들은 대답하기에 불편한 
질문들에 대해서는 답을 하지 않고 넘어갈 수 있다. (2) 둘째로, 만일 설문지를 작성하는 
동안에 어머니가 정서적으로 괴로움을 느낄 경우 연구 책임자에게 연락하도록 권장된다.  
  
연구 책임자에게 정신적인 괴로움을 호소하는 어머니는 본인이 원할 경우에 적절한 상담 
혹은 정신과적인 서비스를 받을 수 있는 곳으로 보내질 것이다.   
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Appendix XIX: 
Demographics 
--------------------------------------<Background Information about You>---------------------------- 
(1) Date of Birth:  
 
(2) Highest Level of Education: Graduate__ Undergraduate__  High School__               
Middle School__  Elementary School__ 
                                    No education__ 
 
(3) Religion: Protestant__ Catholic__  Buddhism__                     
    Others__              None__    
 
(4) Marital Status:  Married__  Partnered/Living together__   
                          Widowed__  Divorced__  Others__ 
 
(5) Occupation:___________________________________________________________ 
How many hours are you employed per week?_______________________________ 
  
 
 
 
----------------------------------<Background Information about Your Family>--------------------- 
(1) Number of Children: 2__  3__  4__   more than 4__ 
 
(2) Age of Each Child:  
The age of the first child: ______ 
The age of the second child: ______ 
The age of the third child: ______ 
The age of the fourth child: ______ 
 
(3) What is your current family income?  
High__  Middle-high__ Middle__ 
Middle-low__  Low__ 
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------------------<Background Information about Your Child with Down Syndrome>------------ 
(1) Date of Birth: 
 
(2) Gender: Male__  Female__ 
 
(3) Birth Order: First__       Second__  Third__  Fourth__ 
 
(4) When did you first become aware of your child’s diagnosis of Down syndrome?  
Before he/she was born__  After he/she was born__ 
 
(5) Diagnosis of Disability 
Intellectual disability-1st degree__ 
Intellectual disability-2nd degree__ 
Intellectual disability-3rd degree__ 
Did not receive__ 
Do not know__ 
Others______________________ 
 
(6) Does your child with Down syndrome have any health issues                                              
(e.g., heart problems, autism)?  
_____________________________________________________________________ 
 
 
 
<Background Information about Your Typically Developing Child Who is Closest in Age to 
a Child with Down Syndrome> 
(1) Date of Birth: 
 
(2) Gender: Male__ Female__ 
 
(3) Birth Order: First__  Second__   Third__  Fourth__ 
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------------------------------<Background Information: View of Diagnosis>------------------------- 
(1) In general, which of the following best describes how you currently think about the 
fact that your child has Down syndrome. It is: 
A blessing in disguise 
A challenge to be overcome 
Just something to accept 
A tragedy 
The worst thing that could have happened 
Others_______________________________________________________________  
 
 
(2) Think back to what you thought when you first learned of your child’s diagnosis of 
Down syndrome. At that time, I thought it was: 
A blessing in disguise 
A challenge to be overcome 
Just something to accept 
A tragedy 
The worst thing that could have happened 
Others_______________________________________________________________  
 
 
(3) In general, which of the following best describes how your spouse currently thinks 
about the fact that your child has Down syndrome. He thinks it is: 
A blessing in disguise 
A challenge to be overcome 
Just something to accept 
A tragedy 
The worst thing that could have happened 
Others_______________________________________________________________  
 
 
(4) What do you think your spouse thought when he first learned of your child’s 
diagnosis of Down syndrome. At that time, he thought it was: 
A blessing in disguise 
A challenge to be overcome 
Just something to accept 
A tragedy 
The worst thing that could have happened 
Others_______________________________________________________________  
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Appendix XX: 
Demographics – Korean  
 
다음 문항에 직접 기입하거나 V 표시를 해 주십시오.  
 
--------------------------------------------<귀하(어머니)에 대하여>--------------------------------------------- 
 
1. 생년월일:               _____년_____월_____일 
 
2. 학력:                       대학원___     대졸___     고졸___     중졸___     초졸___      
 
        무학___ 
 
3. 종교:                       기독교___     천주교___     불교___     기타___     없음___ 
 
4. 현재 결혼 상태:     기혼___     동거___     사별___     이혼 및 별거___     기타___ 
 
5. 직업:     ___________ , 직업이 있다면, 주당 몇 시간 일을 하나요?     _____시간 
 
 
 
 
-------------------------------------------<귀하의 가족에 대하여>----------------------------------------------- 
 
1. 전체 자녀수:                  2 명___     3 명___     4 명이상___ 
 
2. 각각 자녀의 나이:        첫째___     둘째___     셋째___     넷째___ 
 
3. 우리나라 전체가정과 비교해 볼 때, 귀하의 가정의 경제수준은 어디에 속한다고 할 수 
있나요?   
              상___     중상___     중___     중하___     하___ 
 
 181 
 
-------------------------------<귀하의 자녀 (다운증후군을 가진 자녀)에 대하여>------------------------- 
 
1. 생년월일:      _____년_____월_____일 
 
2. 성별:              남___     여___ 
 
3. 자녀순위:      첫째___     둘째___     셋째___     넷째___ 
 
4. 자녀의 다운증후군 진단을 언제 처음 알게 되었나요? 
 
         자녀가 태어나기 전___            자녀가 태어난 후___   
 
 
5. 장애진단:      지적장애 1 급___           지적장애 2 급___    
                       지적장애 3 급___                       장애진단 받지 않았음___ 
           잘 모르겠음___                        기타__________  
 
 
6. 자녀에게 다른 건강문제가 있나요? (예, 심장질환)     
__________________________________  
 
 
 
 
 
<비장애 자녀가운데, 다운증후군을 가진 자녀와 나이 차이가 가장 적은 자녀에 대하여> 
 
1. 생년월일:      _____년_____월_____일 
 
2. 성별:              남___     여___ 
 
3. 자녀순위:      첫째___     둘째___     셋째___     넷째___ 
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----------------------------<귀하가 자녀의 진단을 어떻게 보는가에 대하여>------------------------------ 
1. 전반적으로, 자녀가 다운증후군을 가진 사실에 대해 현재 귀하의 생각을 가장 잘 
반영하는 것에 체크해 주십시오.   
1) 겉으로는 불행해 보이지만 실은 행운이다       4) 비극이다 
2) 극복해야 할 도전이다        5) 일어날 수 있는 최악의 일이다 
3) 받아들여야 할 일이다        6) 기타_____________________ 
 
 
 
2. 처음 자녀의 다운증후군을 알게되었을 때, 그 당시 귀하의 생각을 가장 잘 반영하는 
것에 체크해 주십시오. 
1) 겉으로는 불행해 보이지만 실은 행운이다        4) 비극이다 
2) 극복해야 할 도전이다         5) 일어날 수 있는 최악의 일이다 
3) 받아들여야 할 일이다         6) 기타_____________________ 
 
 
 
3. 전반적으로, 자녀가 다운증후군을 가진 사실에 대해 현재 귀하의 배우자가 생각 하는 
것을 가장 잘 반영하는 것에 체크해 주십시오.   
1) 겉으로는 불행해 보이지만 실은 행운이다        4) 비극이다 
2) 극복해야 할 도전이다         5) 일어날 수 있는 최악의 일이다 
3) 받아들여야 할 일이다         6) 기타_____________________ 
 
 
 
4. 처음 자녀의 다운증후군을 알게되었을 때, 그 당시 귀하의 배우자가 생각 했던 것을 
가장 잘 반영하는 것에 체크해 주십시오. 
1) 겉으로는 불행해 보이지만 실은 행운이다         4) 비극이다 
2) 극복해야 할 도전이다          5) 일어날 수 있는 최악의 일이다 
3) 받아들여야 할 일이다          6) 기타_____________________ 
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Appendix XXI:  
Sibling Need and Involvement Profile (SNIP) 
You will find 5 or 6 statements concerning an area of your child’s relationship with his/her 
sibling who has Down syndrome. Please check the answer (from 1 strongly agree to 5 
strongly disagree) that best describes your present agreement or disagreement with the 
statement. There are no right or wrong answers. Your response should be based on what you 
know, feel, or believe. 
  
Awareness 
(1) 
 
 
Strongly  
Agree 
   Strongly 
Disagree 
1 Has been informed about brother/sister’s 
delay  
□ □ □ □ □ 
2 Understands brother/sister’s delay □ □ □ □ □ 
3 Asks parent(s) questions about 
brother/sister’s special needs 
□ □ □ □ □ 
4 Knows and understands brother/sister as 
well as anyone 
□ □ □ □ □ 
5 Shares what he/she knows about 
brother/sister with others 
□ □ □ □ □ 
  
 
 
Feelings 
(2) 
 
 
Strongly  
Agree 
   Strongly 
Disagree 
1 Is seldom frustrated with behavior of 
brother/sister 
□ □ □ □ □ 
2 Does not resent amount of time parents 
spend with brother/sister 
□ □ □ □ □ 
3 Openly expresses feelings about 
brother/sister 
□ □ □ □ □ 
4 Does not feel sorry for brother/sister □ □ □ □ □ 
5 Does not resent special attention parents 
and others give to brother/sister 
□ □ □ □ □ 
6 Is not embarrassed by the reactions of 
others to brother/sister 
□ □ □ □ □ 
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Having Fun 
(3) 
 
 
Strongly  
Agree 
   Strongly 
Disagree 
1 Enjoys playing with brother/sister □ □ □ □ □ 
2 Chooses to spend time with brother/sister □ □ □ □ □ 
3 Chooses to include brother/sister in 
activities with friends 
□ □ □ □ □ 
4 Introduces brother/sister to others □ □ □ □ □ 
5 Wants brother/sister included in family 
activities 
□ □ □ □ □ 
6 Does not mind that brother/sister is unable 
to play certain games or sports 
□ □ □ □ □ 
 
 
Helping 
(4) 
 
 
Strongly  
Agree 
   Strongly 
Disagree 
1 Teaches brother/sister new things □ □ □ □ □ 
2 Sets a good example for brother/sister □ □ □ □ □ 
3 Does not take on too much responsibility □ □ □ □ □ 
4 Is not overly protective of brother/sister □ □ □ □ □ 
5 Seldom resents being responsible for 
brother/sister 
□ □ □ □ □ 
6 Helps without being asked □ □ □ □ □ 
 
 
Advocacy 
(5) 
 
 
Strongly  
Agree 
   Strongly 
Disagree 
1 Explains brother/sister’s needs to others □ □ □ □ □ 
2 Willingly responds to questions from 
others 
□ □ □ □ □ 
3 Comes up with ideas about how to help 
brother/sister 
□ □ □ □ □ 
4 Responds to hurtful comments from others 
about brother/sister 
□ □ □ □ □ 
5 Shows pride in what brother/sister can do 
also who he/she is as a person  
□ □ □ □ □ 
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Appendix XXII: 
Sibling Need and Involvement Profile (SNIP) – Korean 
귀하의 다운증후군을 가진 자녀와 비장애 형제/자매와의 관계에 관한 각각의 문항을 주의깊게 
읽고, 가장 일치하는 곳에 V 표시를 해 주십시오.  
 
다운증후군을 가진 자녀에게 한 명이상의 비장애 형제/자매가 있다면, 다운증후군을 가진 
자녀와 나이 차이가 가장 적은 형제/자매에 근거해서 답해 주십시오.   
 
 
(1) 
 
다운증후군을 갖지 않은 형제 혹은 
자매는… 
매우 
동의하지 
않음 
동의하지 
않음 
보통 동의함 매우 
동의함 
1 (다운증후군을 가진) 형제/자매의 발달 
장애에 대해 설명을 들었다. 
□ □ □ □ □ 
2 (다운증후군을 가진) 형제/자매의 발달 
장애를 이해한다. 
□ □ □ □ □ 
3 (다운증후군을 가진) 형제/자매의 특별한 
요구들에 관해 부모에게 질문한다.  
□ □ □ □ □ 
4 다른 사람들만큼 (다운증후군을 가진) 
형제/자매에 관해 알고 이해한다.  
□ □ □ □ □ 
5 (다운증후군을 가진) 형제/자매에 관한 
이야기를 다른 사람들과 나눈다.  
□ □ □ □ □ 
 
(2) 
 
다운증후군을 갖지 않은 형제 혹은 
자매는… 
매우 
동의하지 
않음 
동의하지 
않음 
보통 동의함 매우 
동의함 
1 (다운증후군을 가진) 형제/자매의 
행동때문에 좌절하는 일이 거의 없다.  
□ □ □ □ □ 
2 부모가 (다운증후군을 가진) 
형제/자매에게 쓰는 시간에 대해 
원망하지 않는다. 
□ □ □ □ □ 
3 (다운증후군을 가진) 형제/자매에 대한 
감정을 터놓고 표현한다. 
□ □ □ □ □ 
4 (다운증후군을 가진) 형제/자매에 대해 
안타까워하지 않는다.  
□ □ □ □ □ 
5 부모나 다른 사람들이 (다운증후군을 
가진) 형제/자매에게 쏟는 특별한 관심에 
대해 화내지 않는다. 
□ □ □ □ □ 
6 다른 사람들이 (다운증후군을 가진) 
형제/자매에게 보이는 반응때문에 난처해 
하지 않는다.  
□ □ □ □ □ 
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(3) 
 
다운증후군을 갖지 않은 형제 혹은 
자매는… 
매우 
동의하지 
않음 
동의하지 
않음 
보통 동의함 매우 
동의함 
1 (다운증후군을 가진) 형제/자매와 놀이를 
즐긴다. 
□ □ □ □ □ 
2 (다운증후군을 가진) 형제/자매와 시간을 
보내고자 한다.  
□ □ □ □ □ 
3 친구들과의 활동들에 (다운증후군을 
가진) 형제/자매를 포함시킨다.  
□ □ □ □ □ 
4 다른 사람들에게 (다운증후군을 가진) 
형제/자매를 소개한다. 
□ □ □ □ □ 
5 가족 활동들에 (다운증후군을 가진) 
형제/자매가 포함되어지길 원한다. 
□ □ □ □ □ 
6 (다운증후군을 가진) 형제/자매가 특정 
게임이나 스포츠를 할 수 없다는 것을 
신경쓰지 않는다.  
□ □ □ □ □ 
 
(4) 
 
다운증후군을 갖지 않은 형제 혹은 
자매는… 
매우 
동의하지 
않음 
동의하지 
않음 
보통 동의함 매우 
동의함 
1 (다운증후군을 가진) 형제/자매에게 
새로운 것들을 가르친다. 
□ □ □ □ □ 
2 (다운증후군을 가진) 형제/자매에게 좋은 
본보기가 된다.  
□ □ □ □ □ 
3 (다운증후군을 가진 형제/자매때문에) 
지나친 책임감을 갖지 않는다. 
□ □ □ □ □ 
4 (다운증후군을 가진) 형제/자매를 
지나치게 보호하려 하지는 않는다. 
□ □ □ □ □ 
5 (다운증후군을 가진) 형제/자매를 
책임지는 것에 원망하는 일이 좀처럼 
없다. 
□ □ □ □ □ 
6 요구하지 않아도 (다운증후군을 가진 
형제/자매에게) 도움을 준다.  
□ □ □ □ □ 
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(5) 
 
다운증후군을 갖지 않은 형제 혹은 
자매는… 
매우 
동의하지 
않음 
동의하지 
않음 
보통 동의함 매우 
동의함 
1 (다운증후군을 가진) 형제/자매가 특별한 
도움이 필요한 것에 대해 다른 
사람들에게 설명한다. 
□ □ □ □ □ 
2 (다운증후군을 가진 형제/자매에 관한) 
다른 사람들의 질문에 거리낌없이 
대답한다.  
□ □ □ □ □ 
3 다른 사람들이 (다운증후군을 가진) 
형제/자매를 어떻게 도울것인가에 대해 
의견을 낸다. 
□ □ □ □ □ 
4 (다운증후군을 가진) 형제/자매에 관한 
다른 사람들의 상처를 주는 말에 대해 
대응한다.  
□ □ □ □ □ 
5 (다운증후군을 가진) 형제/자매가 할 수 
있는 것에 대해 자부심을 가진다.  
□ □ □ □ □ 
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Appendix XXIII:  
Strengths and Difficulties Questionnaire (SDQ) 
For each item, please mark the box for Not True, Somewhat True or Certainly True. It would 
help us if you answered all items as best you can even if you are not absolutely certain or the 
item seems daft! Please give your answers on the basis of the child’s behavior over the last 
six months or this school year. 
 
 
  
Not 
True 
Somewhat 
True 
Certainly 
True 
1 Considerate of  other people’s feelings □ □ □ 
2 Restless, overactive, cannot stay still for long □ □ □ 
3 Often complains of headaches, stomach-aches or 
sickness 
□ □ □ 
4 Shares readily with other children                                
(treats, toys, pencils etc.) 
□ □ □ 
5 Often has temper tantrums or hot tempers □ □ □ 
6 Rather solitary, tends to play alone □ □ □ 
7 Generally obedient, usually does what adults request □ □ □ 
8 Many worries, often seems worried □ □ □ 
9 Helpful if someone is hurt, upset or feeling ill □ □ □ 
10 Constantly fidgeting or squirming  □ □ □ 
11 Has at least one good friend □ □ □ 
12 Often fights with other children or bullies them □ □ □ 
13 Often unhappy, down-hearted or tearful □ □ □ 
14 Generally liked by other children □ □ □ 
15 Easily distracted, concentration wanders □ □ □ 
16 Nervous or clingy in new situations, easily loses 
confidence 
□ □ □ 
17 Kind to younger children □ □ □ 
18 Often lies or cheats □ □ □ 
19 Picked on or bullied by other children □ □ □ 
20 Often volunteers to help others  
(parents, teachers, other children) 
□ □ □ 
21 Thinks things out before acting □ □ □ 
22 Steals from home, school or elsewhere □ □ □ 
23 Gets on better with adults than with other children □ □ □ 
24 Many fears, easily scared □ □ □ 
25 Sees tasks though to the end, good attention span  □ □ □ 
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Appendix XXIV:  
Strengths and Difficulties Questionnaire (SDQ) – Korean  
귀하의 자녀 가운데, “다운증후군을 갖지 않은 비장애 자녀”에 관한 각 문항을 읽고 ‘전혀 
아니다’, ‘다소 그렇다’, ‘분명히 그렇다’ 에 해당하는 칸에 V 표시를 해 주십시오. 확신이 서지 
않거나, 문항의 내용이 어리석게 보이더라도 빠짐없이 대답해주시면 도움이 되겠습니다. 지난 
6 개월 또는 이번 학년 동안의 자녀 행동에 근거해서 답해주십시오. 다운증후군을 가진 
자녀에게 한 명이상의 비장애 형제/자매가 있다면, 다운증후군을 가진 자녀와 나이 차이가 
가장 적은 형제/자매에 근거해서 답해 주십시오.   
 
  
귀하의 비장애 자녀는…  
 
전혀 
아니다 
다소 
그렇다 
분명히 
그렇다 
1 다른 사람의 감정을 배려한다 □ □ □ 
2 차분하지 않고, 부산하며, 오랫동안 가만히 있지 못한다 □ □ □ 
3 자주 두통이나 복통을 호소하거나 몸이 아프다고 한다 □ □ □ 
4 간식, 장난감, 또는 연필 등을 기꺼이 다른 아이들과 함께 
나눈다 
□ □ □ 
5 자주 분노발작을 보이거나, 불같이 성질을 부린다 □ □ □ 
6 주로 홀로 있고, 혼자서 노는 편이다 □ □ □ 
7 일반적으로 순종적이고, 평소에 어른이 시키는대로 한다 □ □ □ 
8 걱정이 많고, 종종 근심스러워 보인다 □ □ □ 
9 누군가가 다치거나, 몸 상태가 나쁘거나, 아파 보이면 도움을 
준다 
□ □ □ 
10 언제나 안절부절못하고 꼼지락거린다 □ □ □ 
11 적어도 한 명 이상의 절친한 친구가 있다 □ □ □ 
12 다른 아이들에게 종종 싸움을 걸거나, 괴롭힌다 (때리기, 
위협하기, 빼앗기) 
□ □ □ 
13 자주 불행해 보이고, 낙담하며, 눈물이 고인다  □ □ □ 
14 대체로 다른 아이들이 내 자녀를 좋아한다 □ □ □ 
15 쉽게 주의가 분산되고 집중력이 산만하다 □ □ □ 
16 낯선 상황에서는 불안해지거나 안 떨어지려 하고, 쉽사리 
자신감을 잃는다 
□ □ □ 
17 자신보다 어린 아동들에게 친절하다 □ □ □ 
18 종종 거짓말을 하거나 속인다 □ □ □ 
19 다른 아이들에게 놀림을 받거나 괴롭힘을 당한다 □ □ □ 
20 자주 부모나 선생님, 또는 다른 아이들을 자진해서 돕는다 □ □ □ 
21 곰곰이 생각한 다음에 행동한다 □ □ □ 
22 가정이나 학교 또는 어떤 곳에서 훔친다 □ □ □ 
23 또래 아이들보다 어른들과 더 잘 지낸다 □ □ □ 
24 두려움이 많고 무서움을 잘 탄다 □ □ □ 
25 주어진 일을 끝까지 마치고, 주의력을 잘 유지한다  □ □ □ 
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Appendix XXV:  
Family Index of Regenerativity and Adaptation – General (FIRA-G) 
 
Family Strains 
 During the past year has this happened in your family? No Yes 
1 Increase in conflict between husband and wife □ □ 
2 Increase in arguments between parent(s) and child(ren) □ □ 
3 Increase in conflict among children in the family □ □ 
4 Increased difficulty in managing child(ren) □ □ 
5 Increase in number of problems/issues that don’t get resolved □ □ 
6 Increase in number of tasks/chores which don’t get done □ □ 
7 Increase in conflict with in-laws or relatives □ □ 
8 Increased strain on family “money” for medical expenses, 
clothes, food, education, home care, etc. 
□ □ 
9 Increased difficulty with people at work or dissatisfaction with 
job/career 
□ □ 
10 Increased difficulty in providing care to a disabled or chronically 
ill family member 
□ □ 
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Family Coping – Coherence 
 We cope with family problems by: 
 
Strongly 
Disagree 
Disagree Neutral Agree Strongly 
Agree 
1 Accepting stressful events as a fact of life □ □ □ □ □ 
2 Accepting that difficulties occur 
unexpectedly 
□ □ □ □ □ 
3 Defining the family problem in a more 
positive way so we don’t get discouraged 
□ □ □ □ □ 
4 Having faith in God  □ □ □ □ □ 
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Relative and Friend Support Index 
 We cope with family problems by: Strongly 
Disagree 
Disagree Neutral Agree Strongly 
Agree 
1 Sharing our difficulties with relatives □ □ □ □ □ 
2 Seeking advice from relatives □ □ □ □ □ 
3 Doing things with relatives (get together) □ □ □ □ □ 
4 Seeking encouragement and support from 
friends 
□ □ □ □ □ 
5 Seeking information and advice from 
people faced with the same or similar 
problem 
□ □ □ □ □ 
6 Sharing concerns with close friends □ □ □ □ □ 
7 Sharing problems with neighbors □ □ □ □ □ 
8 Asking relatives how they feel about the 
problem we face  
□ □ □ □ □ 
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Social Support Index: Please indicate how much you agree or disagree with each of the 
following statements about your community and family. 
  
Strongly 
Disagree 
Disagree Neutral Agree Strongly 
Agree 
1 If I had an emergency, even people I do not 
know in this community would be willing to 
help. 
□ □ □ □ □ 
2 I feel good about myself when I sacrifice 
and give time and energy to members of my 
family. 
□ □ □ □ □ 
3 The things I do for members of my family 
and they do for me make me feel part of this 
very important group.  
□ □ □ □ □ 
4 People here know they can get help from 
the community if they are in trouble. 
□ □ □ □ □ 
5 I have friends who let me know they value 
who I am and what I can do.  
□ □ □ □ □ 
6 People can depend on each other in this 
community. 
□ □ □ □ □ 
7 Members of my family seldom listen to my 
problems or concerns; I usually feel 
criticized.  
□ □ □ □ □ 
8 My friends in this community are a part of 
my everyday activities.  
□ □ □ □ □ 
9 There are times when family members do 
things that make other members unhappy. 
□ □ □ □ □ 
10 I need to be very careful how much I do for 
my friends because they take advantage of 
me.  
□ □ □ □ □ 
11 Living in this community gives me a secure 
feeling.  
□ □ □ □ □ 
12 The members of my family make an effort 
to show their love and affection for me. 
□ □ □ □ □ 
13 There is a feeling in this community that 
people should not get too friendly with each 
other.  
□ □ □ □ □ 
14 This is not a very good community to bring 
children up in.  
□ □ □ □ □ 
15 I feel secure that I am as important to my 
friends as they are to me.  
□ □ □ □ □ 
16 I have some very close friends outside the 
family who I know really care for me and 
love me.  
□ □ □ □ □ 
17 Members(s) of my family do not seem to 
understand me; I feel taken for granted.  
□ □ □ □ □ 
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Family Hardiness Index 
 
 
 In our family… False Mostly 
False 
Mostly 
True 
True 
1 Trouble results from mistakes we make □ □ □ □ 
2 It is not wise to plan ahead and hope because things 
do not turn out anyway 
□ □ □ □ 
3 Our work and efforts are not appreciated no matter 
how hard we try and work 
□ □ □ □ 
4 In the long run, the bad things that happen to us are 
balanced by the good things that happen 
□ □ □ □ 
5 We have a sense of being strong even when we face 
big problems 
□ □ □ □ 
6 Many times I feel I can trust that even in difficult 
times things will work out 
□ □ □ □ 
7 While we don’t always agree, we can count on each 
other to stand by us in times of need 
□ □ □ □ 
8 We do not feel we can survive if another problem 
hits us 
□ □ □ □ 
9 We believe that things will work out for the better if 
we work together as a family 
□ □ □ □ 
10 Life seems dull and meaningless □ □ □ □ 
11 We strive together and help each other no matter 
what 
□ □ □ □ 
12 When our family plans activities we try new and 
exciting things 
□ □ □ □ 
13 We listen to each others’ problems, hurts and fears □ □ □ □ 
14 We tend to do the same things over and over… it’s 
boring 
□ □ □ □ 
15 We seem to encourage each other to try new things 
and experiences 
□ □ □ □ 
16 It is better to stay at home than go out and do things 
with others 
□ □ □ □ 
17 Being active and learning new things are encouraged □ □ □ □ 
18 We work together to solve problems □ □ □ □ 
19 Most of the unhappy things that happen are due to 
bad luck 
□ □ □ □ 
20 We realize our lives are controlled by accidents and 
luck  
□ □ □ □ 
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Appendix XXVI:  
Family Index of Regenerativity and Adaptation – General (FIRA-G) – Korean  
 
가장 일치하는 곳에 V 표시를 해 주십시오.   
Family Strains 
  
지난한해 동안, 귀하의 가정에 다음과 같은 일이 일어난 적이 
있나요? 
 
 
예 
 
아니오 
1 남편과 아내 사이에 다툼이 많아짐 □ □ 
2 부모와 자녀 사이에 다툼이 많아짐 □ □ 
3 자녀들 사이에 다툼이 많아짐 □ □ 
4 자녀를 다루는데 어려움이 증가됨 □ □ 
5 해결되지 못하는 문제들이 많아짐 □ □ 
6 마무리 짓지 못하는 일들이 많아짐 □ □ 
7 시댁 혹은 친척들과의 다툼이 많아짐 □ □ 
8 의료비, 의복, 음식, 교육, 집관리를 위한 가족 비용에 부담이 
증가됨   
□ □ 
9 일에 대한 불만족 혹은 직장에서 동료들과의 어려움이 증가됨 □ □ 
10 장애가 있거나 만성질환을 가진 가족 구성원을 돌보는데 있어서 
어려움이 증가됨 
□ □ 
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Family Coping – Coherence 
  
우리는 가족 문제들을 다음과 같이 극복한다… 
매우 
동의하지 
않음 
동의하지 
않음 
보통 동의함 매우 
동의함 
1 스트레스 사건을  삶의 일부로 받아들임 □ □ □ □ □ 
2 어려운 일들이 예기치 않게 일어남을 받아들임 □ □ □ □ □ 
3 가족 문제를 더 긍정적으로 받아들임으로써 
낙담하지 않을 수 있음 
□ □ □ □ □ 
4 신념을 가짐 (종교를 가짐) □ □ □ □ □ 
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Relative and Friend Support Index 
  
우리는 가족 문제들을 다음과 같이 
극복한다… 
매우 
동의하지 
않음 
동의하지 
않음 
보통 동의함 매우 
동의함 
1 우리의 어려움들을 친척들과 나눔 □ □ □ □ □ 
2 친척들에게서 조언을 구함 □ □ □ □ □ 
3 친척들과 모여서 시간을 함께 보냄 □ □ □ □ □ 
4 친구들에게서 격려와 지지를 구함 □ □ □ □ □ 
5 같거나 혹은 비슷한 처지에 있는 
사람들로부터 정보와 조언을 구함 
□ □ □ □ □ 
6 가까운 친구들과 걱정거리를 나눔 □ □ □ □ □ 
7 이웃들과 어려움을 나눔 □ □ □ □ □ 
8 우리가 처한 문제들에 관해 친척들에게 
(그들이) 어떻게 느끼는지를 물어봄 
□ □ □ □ □ 
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Social Support Index 
  매우 
동의하지 
않음 
동의하지 
않음 
보통 동의함 매우 
동의함 
1 만일 내가 응급상황이라면, 심지어 내가 잘 
알지못하는 지역 주민들도 기꺼이 도움을 줄 
것이다. 
 □ □ □ □ □ 
2 내가 우리가족을 위해 시간과 에너지를 쓰고, 
헌신 할때 나는 기쁨을 느낀다.   
□ □ □ □ □ 
3 내가 가족 구성원들을 위해 하는 일들과 
그들이 나를 위해 하는 일들에 의해, 나는 
중요한 가족의 일원임을 느낀다. 
□ □ □ □ □ 
4 우리지역 주민들은 그들이 어려움을 겪는다면 
지역으로부터 도움을 얻을 수 있다는 것을 
안다. 
□ □ □ □ □ 
5 나는 내 모습 그대로에 가치를 인정해주는 
친구들이 있다. 
□ □ □ □ □ 
6 우리 지역에서는 사람들이 서로를 의지할 수 
있다. 
□ □ □ □ □ 
7 우리가족 구성원들은 좀처럼 나의 걱정과 
근심에 대해 듣지 않고, 그래서 나는 보통 
비판받는다고 느낀다. 
□ □ □ □ □ 
8 우리 지역에 있는 내 친구들은 나의 일상의 한 
부분이다. 
□ □ □ □ □ 
9 우리가족 구성원들이 다른 가족 구성원들을 
불행하게 만들때가 있다. 
□ □ □ □ □ 
10 나를 이용하는 친구들이 있기 때문에, 내가 
친구들에게 얼마나 해야 하는가에 대해 매우 
주의할 필요가 있다. 
□ □ □ □ □ 
11 이 지역에 사는 것이 나에게 안정감을 준다. □ □ □ □ □ 
12 우리가족 구성원들은 나에게 그들의 사랑과 
애정을 보여주기 위해서 노력한다. 
□ □ □ □ □ 
13 이 지역에서는 사람들이 서로에게 너무 
친근하게 대하지는 말아야 한다는 정서가 
있다.  
□ □ □ □ □ 
14 이 지역은 아이들을 키우기에는 아주 좋은 
지역은 아니다.  
□ □ □ □ □ 
15 나는 친구들이 나에게 소중한만큼, 내가 
그들에게 중요한 존재임을 확신한다. 
□ □ □ □ □ 
16 나에게는 가족외에 나를 챙기고 아껴주는 매우 
가까운 친구들이 있다. 
□ □ □ □ □ 
17 우리가족 구성원들은 나를 이해하는 것 같지 
않다. 그리고 나는 그것이 당연하다고 느낀다. 
□ □ □ □ □ 
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Family Hardiness Index 
 
 
우리가정안에서… 
거짓임 대체로 
거짓임 
대체로  
진실임 
진실임 
1 우리가 만든 실수들에서 문제가 발생한다.  □ □ □ □ 
2 어떤 식으로든 문제는 일어나지 않기 때문에 미리 
계획을 세우고 희망을 가질 필요가 없다.  
□ □ □ □ 
3 우리가 아무리 노력하고 애쓸지라도, 우리의 노력과 
수고는 제대로 평가받지 못한다. 
□ □ □ □ 
4 우리에게 일어나는 나쁜 일들은 좋은 일들에 의해 
결국에는 균형을 이룬다. 
□ □ □ □ 
5 심지어 우리가 큰 어려움들을 겪을 때에도, 우리 
가족은 강해짐을 느낀다. 
□ □ □ □ 
6 나는 심지어 어려운 시기에도 일들이 해결될 
것이라는 믿음을 자주 느낀다. 
□ □ □ □ 
7 우리가 항상 의견이 같지는 않더라도, 우리는 도움이 
필요한 시기에 서로에게 의지할 수 있다. 
□ □ □ □ 
8 또 다른 문제가 우리에게 닥친다면, 우리는 살기 힘들 
것이다.  
□ □ □ □ 
9 우리가 가족으로써 함께 노력한다면, 보다 나은 
쪽으로 일들이 해결될 것이라고 믿는다. 
□ □ □ □ 
10 삶이 지루하고 의미가 없는 것 같다. □ □ □ □ 
11 어떠한 경우에라도 우리는 함께 애쓰고 서로를 
돕는다. 
□ □ □ □ 
12 활동 계획들을 세울 때, 우리 가족은 새롭고 흥미있는 
일들에 도전한다. 
□ □ □ □ 
13 우리는 서로의 문제점들, 상처들, 그리고 두려움들에 
귀 기울인다. 
□ □ □ □ 
14 우리는 같은 일들을 반복해서 하는 경향이 있어서 
지루하게 느껴진다. 
□ □ □ □ 
15 우리는 새로운 것들과 경험들에 도전하도록 서로를 
격려하는 것 같다. 
□ □ □ □ 
16 외출해서 다른 사람들과 시간을 보내는 것보다는 
집에 있는 것이 더 낫다. 
□ □ □ □ 
17 활동적이고, 새로운 것을 배우는 것이 격려된다. □ □ □ □ 
18 우리는 문제들을 해결하기 위해서 함께 일한다. □ □ □ □ 
19 우리에게 닥친 대부분의 불행한 일들은 운이 나쁘기 
때문이다.  
□ □ □ □ 
20 우리는 우리의 삶이 우연과 운에 의해 좌우된다는 
것을 깨닫는다. 
□ □ □ □ 
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Appendix XXVII:  
Family Management Measure (FaMM) 
This questionnaire is about how your family manages caring for a child with a chronic 
condition.   
 
Instructions: For each statement in this questionnaire, you are asked to rate your response to 
the statement on a scale of 1 to 5, with 1 indicating “Strongly disagree” and 5 indicating 
“Strongly agree”. Please respond to each statement in this questionnaire based on what you 
think, not on how you think others might respond. If your child has more than one chronic 
condition the word “condition” refers to all of their diagnoses together. Also, many of these 
questions use the word “family”. This refers to those people living in your household that 
you think of as family.  
Section 1: to be completed by everyone 
Please check the boxes with your answers.  
 
 
 
Strongly 
Disagree 
1 
 
 
2 
 
 
3 
 
 
4 
Strongly 
Agree 
5 
1 Our child’s everyday life is similar to that of other 
children his/her age. 
□ □ □ □ □ 
2 Our child’s condition gets in the way of family 
relationships. 
□ □ □ □ □ 
3 Out child’s condition requires frequent visits to the 
clinic. 
□ □ □ □ □ 
4 In the future we expect our child to take care of the 
condition. 
□ □ □ □ □ 
5 Our child enjoys life less because of the condition.  □ □ □ □ □ 
6 Taking care of our child’s condition is often 
overwhelming.  
□ □ □ □ □ 
7 Our child’s condition is like a roller coaster with lots 
of ups and downs. 
□ □ □ □ □ 
8 Our child’s condition is the most important thing in 
our family. 
□ □ □ □ □ 
9 It is very hard for us to take care of our child’s 
condition.  
□ □ □ □ □ 
10 Our child takes part in activities he/she wishes to 
despite the condition.  
□ □ □ □ □ 
11 Because of the condition, we worry about our 
child’s future. 
□ □ □ □ □ 
12 Our child’s condition doesn’t take a great deal of 
time to manage. 
□ □ □ □ □ 
13 
 
We have some definite ideas about how to help our 
child live with the condition.  
□ 
 
□ □ □ □ 
       
 201 
 
       
 
 
Strongly 
Disagree 
1 
 
 
2 
 
 
3 
 
 
4 
Strongly 
Agree 
5 
14 Despite the condition, we expect our child to live 
away from home in the future.  
□ □ □ □ □ 
15 We have enough money to manage our child’s 
condition.   
□ □ □ □ □ 
16 Our child is different from other children his/her age 
because of the condition.  
□ □ □ □ □ 
17 It is difficult to know when our child’s condition 
must come first in the family.  
□ □ □ □ □ 
18 We are looking forward to a happy future with our 
child. 
□ □ □ □ □ 
19 When something unexpected happens with our 
child’s condition, we usually know how to handle it.  
□ □ □ □ □ 
20 Our child’s friendships are different because of the 
condition.  
□ □ □ □ □ 
21 We expect to be devoting less time to our child’s 
condition in the future. 
□ □ □ □ □ 
22 A condition like the one our child has makes family 
life very difficult. 
□ □ □ □ □ 
23 Our child’s activity rarely interferes with other 
family activities.  
□ □ □ □ □ 
24 Our child’s condition requires frequent hospital 
stays.  
□ □ □ □ □ 
25 We feel we are doing a good job taking care of our 
child’s condition.  
□ □ □ □ □ 
26 People with our child’s condition have a normal 
length of life.  
□ □ □ □ □ 
27 It’s often difficult to know if we need to be more 
protective of our child.  
□ 
 
□ □ □ □ 
28 We often feel unsure about what to do to take care 
of our child’s condition.  
□ 
 
□ 
 
□ 
 
□ 
 
□ 
 
29 Our child’s condition will be harder to take care of 
in the future. 
□ 
 
□ 
 
□ 
 
□ 
 
□ 
 
30 We think about our child’s condition all the time.  □ □ □ □ □ 
31 It seems as if our child’s condition controls our 
family life. 
□ 
 
□ 
 
□ 
 
□ 
 
□ 
 
32 Many conditions are more serious than our child’s. □ □ □ □ □ 
33 It is hard to get anyone else to help us with our 
child’s condition.  
□ 
 
□ 
 
□ 
 
□ 
 
□ 
 
34 We have not been able to develop a routine for 
taking care of our child’s condition.  
□ 
 
□ 
 
□ 
 
□ 
 
□ 
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Strongly 
Disagree 
1 
 
 
2 
 
 
3 
 
 
4 
Strongly 
Agree 
5 
35 It takes a lot of organization to manage our child’s 
condition.  
□ 
 
□ 
 
□ 
 
□ 
 
□ 
 
36 We are sometimes undecided about how to balance 
the condition and family life. 
□ 
 
  
□ 
 
□ 
 
□ 
 
□ 
 
37 It is hard to know what to expect of our child’s 
condition in the future.  
□ □ □ □ □ 
38 Even though our child has the condition, we have a 
normal family life. 
□ □ □ □ □ 
39 Our child would do better in school if he/she didn’t 
have the condition.  
□ □ □ □ □ 
40 We are confident that we can take care of our child’s 
condition.  
□ □ □ □ □ 
41 We have goals in mind to help us manage our 
child’s condition.  
□ □ □ □ □ 
42 It is difficult to fit care of our child’s condition into 
our usual family routine.  
□ □ □ □ □ 
43 Dealing with our child’s condition makes family life 
more difficult.  
□ □ □ □ □ 
44 We know when our child needs to be a child.  □ □ □ □ □ 
45 A condition like the one our child has makes it hard 
to live a normal life.  
□ □ □ □ □ 
 
This ends Section 1.  
Section 2 covers aspects of family management when there are adult parents in a household. 
The term “partner” refers to a spouse or partner living in the same household. If you 
currently have a partner, please proceed to the next page. If you do not have a partner, please 
stop here.  
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Section 2 
The questions in the next section relate to you and your partner. For each statement in this 
section, rate your response to the statement on a scale of 1 to 5, with 1 indicating “Strongly 
agree” and 5 indicating “Strongly disagree”. Again, please respond to each statement in this 
questionnaire based on how YOU feel, not on how you think your partner or others might 
respond.    
 
 
 
 
 
 
 
 
 
 
 
 
Strongly 
Disagree 
1 
 
 
2 
 
 
3 
 
 
4 
Strongly 
Agree 
5 
46 We are a closer family because of how we deal with 
our child’s condition.  
□ □ □ □ □ 
47 My partner and I have different ideas about how 
serious our child’s condition is.  
□ □ □ □ □ 
48 I am pleased with how my partner and I work 
together to manage our child’s condition.  
□ □ □ □ □ 
49 My partner and I argue about how to manage our 
child’s care 
□ □ □ □ □ 
50 My partner and I consult with each other before we 
make a decision about our child’s care.  
□ □ □ □ □ 
51 My partner and I have similar ideas about how we 
should be raising our child.  
□ □ □ □ □ 
52 I am unhappy about the way my partner and I share 
the management of our child’s condition.  
□ □ □ □ □ 
53 My partner and I support each other in taking care of 
our child’s condition.  
□ □ □ □ □ 
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Appendix XXVIII:  
Family Management Measure (FaMM) – Korean  
이 설문지는 귀하의 가족이 어떻게 만성적인 건강상태(예, 다운증후군)를 가진 자녀를 
돌보는지에 관한 것입니다. 다른 사람들이 생각할 지도 모르는 것이 아닌, “귀하가 생각하는 
것”에 근거해서 응답해 주십시오.  
 
만약 귀하의 자녀가 하나이상의 장애 혹은 만성질환을 가진 건강상태라면 (예, 다운증후군, 
자폐증), “장애” 라는 단어는 자녀가 받은 모든 진단들을 함께 지칭하는 것입니다. 또한, 많은 
질문들이 “가족” 이라는 단어를 사용하는데, 이것은 귀하가 가족이라고 생각하는 귀하의 
가정안에 살고 있는 사람들 모두를 지칭합니다.       
 
1 부: 가장 일치하는 곳에 V 표시를 해 주십시오. 
 
  
내가 생각할 때… 
 
매우  
동의하지
않음 
동의하지  
않음 
보통 
 
동의함 
 
매우 
동의함 
1 우리 아이의 일상은 또래의 다른 아이들의 
일상과 비슷하다.  
□ □ □ □ □ 
2 우리 아이의 장애는 가족 관계들을 방해한다.   □ □ □ □ □ 
3 우리 아이의 장애는 빈번한 병원 방문을 
요구한다.    
□ □ □ □ □ 
4 우리는 아이가 장래에는 자신의 장애를 스스로 
돌볼 수 있기를 바란다.  
□ □ □ □ □ 
5 우리 아이는 자신의 장애때문에 삶을 덜 
즐긴다.  
□ □ □ □ □ 
6 우리 아이의 장애를 돌보는 일이 감당하기 
힘들 때가 자주 있다.  
□ □ □ □ □ 
7 우리 아이의 장애는 기복이 많은 롤러코스터와 
같다. 
□ □ □ □ □ 
8 아이의 장애는 우리 가족에게 가장 중요한 
일이다.  
□ □ □ □ □ 
9 우리가 아이의 장애를 돌보는 것은 매우 
힘들다.  
□ □ □ □ □ 
10 우리 아이는 자신의 장애에도 불구하고 자신이 
원하는 활동들에 참가한다.  
□ □ □ □ □ 
11 아이의 장애때문에, 우리는 아이의 장래를 
걱정한다. 
□ □ □ □ □ 
12 우리 아이의 장애를 관리하는데 그렇게 많은 
시간이 소요되지는 않는다.  
□ □ □ □ □ 
13 
 
우리는 아이의 장애를 어떻게 도울지에 대한 
확실한 계획들을 갖고 있다. 
□ 
 
□ □ □ □ 
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내가 생각할 때… 
 
매우  
동의하지
않음 
동의하지 
않음 
보통 동의함 
 
매우 
동의함 
14 아이의 장애에도 불구하고, 우리는 아이가 
장래에는 (우리)집을 떠나서 생활 할 수 있기를 
바란다. 
□ □ □ □ □ 
15 우리는 아이의 장애를 관리할 수 있는 충분한 
재정이 있다. 
□ □ □ □ □ 
16 우리 아이는 아이의 장애때문에 또래의 
아이들과는 다르다. 
□ □ □          □              □ 
17 아이의 장애가 언제 가족안에서 최우선이 
되어야 할지를 판단하는 것은 어렵다.   
□ □ □ □ □ 
18 우리는 아이와 함께 행복한 미래를 기대하고 
있다. 
□ □ □ □ □ 
19 우리 아이의 장애와 관련해서 예기치 못했던 
일이 생길 때, 우리는 어떻게 대처할 지를 안다. 
□ □ □ □ □ 
20 우리 아이의 친구관계는 아이의 장애때문에 
다르다. 
□ □ □ □ □ 
21 우리는 장래에는 아이의 장애에 적은 시간을 
쏟을 것을 기대한다. 
□ □ □ □ □ 
22 우리 아이와 같은 장애는 가족의 생활을 매우 
어렵게 만든다. 
□ □ □ □ □ 
23 우리 아이의 활동이 다른 가족 구성원의 
활동을 방해하는 일은 드물다. 
□ □ □ □ □ 
24 우리 아이의 장애는 빈번한 병원 입원을 
요구한다. 
□ □ □ □ □ 
25 우리는 아이의 장애를 돌보는 일을 잘 
해나가고 있다고 느낀다. 
□ □ □ □ □ 
26 우리 아이와 같은 장애를 가진 사람들은 
정상적인 수명을 가진다. 
□ □ □ □ □ 
27 아이가 언제 우리의 보호를 더 필요로 하는지 
판단하는 것은 자주 힘들다. 
□ □ □ □ □ 
28 우리는 아이의 장애를 돌보기 위해 무엇을 
해야할 지에  대해 자주 확신하지 못한다. 
□ □ □ □ □ 
29 장래에는 우리 아이의 장애를 돌보는 일이 좀 
더  힘들어 질 것이다. 
□ □ □ □ □ 
30 우리는 아이의 장애에 관해 항상 생각한다. □ □ □ □ □ 
31 우리 아이의 장애가 마치 우리 가족의 생활을 
통제하는 것 같다. 
□ □ □ □ □ 
32 우리 아이의 장애보다 더 심각한 만성질환들이 
많다. 
□ □ □ □ □ 
33 아이의 장애와 관련해 우리를 도와줄 누군가를 
찾는 것은 힘들다.  
□ □ □ □ □ 
 206 
 
  
내가 생각할 때… 
 
매우 
동의하지 
않음 
동의하지 
않음 
보통 동의함 매우 
동의함 
34 우리는 아이의 장애를 돌보기 위한 일상(예, 
매일의 스케쥴)을 개발해 오지 못했다. 
□ □ □ □ □ 
35 우리 아이의 장애를 관리하는데는 많은 계획과 
노력이  필요하다.  
□ □ □ □ □ 
36 우리는 때때로 아이의 장애와 가족의 
생활사이에서 어떻게 균형을 유지할지에 대해 
결정을 못한다.   
□ □ □ □ □ 
37 장래에 우리 아이의 장애를 예측하는 것은 
힘들다.  
□ □ □ □ □ 
38 비록 우리 아이가 장애를 갖고 있지만, 우리는 
일상적인 가족 생활을 하고 있다.  
□ □ □ □ □ 
39 우리 아이에게 장애가 없다면, 우리 아이는 
학교에서 더욱 잘 해낼 것이다.  
□ □ □ □ □ 
40 우리는 우리가 아이의 장애를 돌볼 수 있다고 
확신한다.  
□ □ □ □ □ 
41 우리는 우리가 아이의 장애를 관리하도록 돕는 
목표들이 있다.  
□ □ □ □ □ 
42 우리 가족의 일상에 아이의 장애관리를 맞추는 
것은 힘들다.   
□ □ □ □ □ 
43 우리 아이의 장애를 관리하는 것은 가족의 
생활을 더욱 힘들게 만든다. 
□ □ □ □ □ 
44 우리는 우리 아이가 언제 평범한 아이가 될 
필요가 있는지를 안다. 
□ □ □ □ □ 
45 우리 아이가 가진 것과 같은 장애는 보통의 
삶을 살기 힘들게 만든다.  
□ □ □ □ □ 
 
 
 
 
 
여기에서 1 부가 끝납니다.   
2 부는 가정안에 배우자가 있을 때 가족 관리를 다룹니다. 
 
만약 귀하에게 배우자가 있다면, 다음 페이지로 (11 페이지) 넘어가시길 바랍니다.  
 
만약 귀하에게 배우자가 없다면, 12 페이지로 가시길 바랍니다.  
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2 부 
2 부에 있는 질문들은 “귀하와 귀하의 배우자”에 관한 것입니다.  
귀하가 어떻게 느끼는지에 근거해서 응답해 주십시오.  
 
  
내가 생각할 때… 
 
매우  
동의하지
않음 
동의하지 
않음  
 
보통 
 
동의함 
 
매우 
동의함 
46 우리가 아이의 장애를 돌보는 방식으로 인해 
우리는 더 가까운 가족이 된다.  
□ □ □ □ □ 
47 나의 배우자와 나는 우리 아이의 장애가 
어느정도로 심각한지에 대해 다른 생각들을 
가지고 있다.  
□ □ □ □ □ 
48 나는 나의 배우자와 내가 함께 우리 아이의 
장애를 돌보는 방식에 대해 만족한다.  
□ □ □ □ □ 
49 나의 배우자와 나는 우리 아이의 장애를 
돌보는 방식에 대해 논쟁한다. 
□ □ □ □ □ 
50 나의 배우자와 나는 아이를 돌보는 것에 대한 
결정을 내리기 전에 서로의 의견을 듣는다.  
□ □ □ □ □ 
51 나의 배우자와 나는 우리가 아이를 키우는 
방식에 대해 비슷한 생각들을 갖고 있다. 
□ □ □ □ □ 
52 나는 나의 배우자와 내가 우리 아이의 장애를  
돌보는데 있어서 일을 분담하는 방식이 
불만스럽다.  
□ □ □ □ □ 
53 나의 배우자와 나는 아이의 장애를 돌보는 
일에 서로를 지지한다.  
□ □ □ □ □ 
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Appendix XXIX:  
Family Problem Solving Communication Index (FPSC) 
When our family struggles with problems or conflicts which upset us, I would describe my 
family in the following way: 
  
False Mostly 
False 
Mostly 
True 
True 
1 We yell and scream at each other. □ □ □ □ 
2 We are respectful of each others’ feelings. □ □ □ □ 
3 We talk things through till we reach a solution.  □ □ □ □ 
4 We work hard to be sure family members were 
not hurt, emotionally or physically.  
□ □ □ □ 
5 We walk away from conflicts without much 
satisfaction.  
□ □ □ □ 
6 We share with each other how much we care 
for one another.  
□ □ □ □ 
7 We make matters more difficult by fighting 
and bring up old matters. 
□ □ □ □ 
8 We take the time to hear what each other has 
to say or feel. 
□ □ □ □ 
9 We work to be calm and talk things through.  □ □ □ □ 
10 We get upset, but we try to end our conflicts 
on a positive note.  
□ □ □ □ 
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Appendix XXX:  
Family Problem Solving Communication Index (FPSC) – Korean  
가장 일치하는 곳에 V 표시를 해 주십시오. 
 
  
우리가족은…. 
전혀 
그렇지 
않다 
대체로 
그렇지 
않다 
대체로 
그렇다 
매우 
그렇다 
1 소리지르며 싸움한다 □ □ □ □ 
2 함께 노력한다 □ □ □ □ 
3 문제가 해결될 때까지 협조한다 □ □ □ □ 
4 가족이 정신적으로나 육체적으로 상처받지 
않도록 노력한다 
□ □ □ □ 
5 갈등이 있을 때 해결되지 않았지만 넘어간다 □ □ □ □ 
6 서로 사랑하고 관심이 있다는 것을 상대방에게 
표현한다 
□ □ □ □ 
7 다툴 때 지난 일까지 들추어내서 상황을 더 어렵게 
만든다 
□ □ □ □ 
8 각자 말하고 싶었거나 느낀 것을 들어주는 시간을 
갖는다 
□ □ □ □ 
9 화가 나도 먼저 진정한 후 대화를 통하여 문제를 
해결한다 
□ □ □ □ 
10 화가 나도 좋은 말로 끝내려고 한다 □ □ □ □ 
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Appendix XXXI: 
Open-Ended Questions 
 
Please, write your frank opinions about the following questions. 
1. How does Korean society treat children with Down syndrome (e.g., policy, 
governmental support)? 
 
 
 
 
2. How do people in your region treat children with Down syndrome? 
 
 
 
 
3. What is like to be a mother of a child with DS in Korea? For example, what are the 
challenges of raising a child with DS in your family? Or what are the joys of having a 
child with DS in your family? 
 
 
 
 
4. From your perspective, what is it like for your typically developing child to have a 
brother or sister with DS in your family? For example, what are the challenges of 
being a brother or sister with a child with DS in your family? Or what are the joys of 
being a brother or sister with a child with DS in your family? 
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Appendix XXXII: 
Open-Ended Questions – Korean  
 
다음의 질문에 귀하의 솔직한 생각을 기술해 주십시오.   
 
1. 한국 사회가 다운증후군을 가진 아동들을 어떻게 대한다고 생각하시나요 (예, 정책, 
정부 보조)? 
 
 
 
 
2. 귀하가 살고 있는 지역(예, 동네)의 사람들은 다운증후군을 가진 아동들을 어떻게 
대한다고 생각하시나요? 
 
 
 
 
3. 한국에서 다운증후군을 가진 자녀의 부모가 되는것은 어떤가요? (예, 다운증후군을 
가진 자녀를 키우는 데 있어서 어떤 어려움이 있나요? 혹은 어떤 기쁨이 있나요?) 
 
 
 
 
 
4. 귀하가 생각하기에, 귀하의 비장애 자녀가 다운증후군을 가진 형제/자매와 함께 
생활하는 것에 대해 어떻게 생각하는 것 같나요? (예, 귀하의 비장애 자녀가 
다운증후군을 가진 자녀와 함께 생활하는 것으로 인해 어떤 어려움을 겪는 것 
같나요? 혹은 어떤 기쁨이 있는 것 같나요?) 
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